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INTERESTING AND INSPIRING!

Welcome to the first issue of CLAN of the next 40 years! And
it's full of interesting and inspiring news. It features an
interview by NALC President, Malcolm Babb, of Laura-Jayne
Watson, a Speech & Language Therapist from Sunderland
about the Care Pathway on discharge from hospital. There
are also developments in the world of Laryngectomy in
Australia and Japan. And the inspiring story of Richard
Andrews, probably the first laryngectomee triathlete.

Fundraising!

NALC's financial position remains extremely parlous. So,
now that things are (hopefully) returning to more normal, clubs will be able to meet
and do some much-needed fundraising! Glan Clwyd club tell us all about their very
successful local campaign and there’s news of Movement for Good which gives us all
an opportunity to nominate a charity to receive funding. Talking of NALC, it has joined a
group of charities to promote the cause of head and neck patients: see Malcolm’s
article. So please start thinking about how you can fundraise — once you've read this
issue of course!

lan Honeysett (Editor)

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

For all other matters (including requests to be added to or removed from the mailing list): Vivien Reed
(Assoc. Secretary), NALC, c/o The Ludo Press Ltd, 18 Wimbledon Stadium Business Centre, Riverside Rd,
London SW17 OBA 020 7730 8585 info@laryngectomy.org.uk Website: www.laryngectomy.org.uk

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

Deadline for issue No. 162: 1 August 2022

NALC NEEDS YOUR DONATIONS SO WE CAN CONTINUE TO SEND:
CLAN * EMERGENCY CARDS * WRISTBANDS * CAR STICKERS * LITERATURE * DVDS

WE DO NOT RECEIVE MONEY FROM THE GOVERNMENT
WE RELY SOLELY ON DONATIONS FROM THE PUBLIC

THANK YOU FOR YOUR SUPPORT

w

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

To make a donation please complete and
return this form to: NALC €/o The Ludo
Press Ltd, Unit 18 Wimbledon Stadium

Business Centre, Riverside Road,
London SW17 0BA

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

(d | would like to make a one off BACS
payment of £ to:

National Association of Laryngectomee
Clubs

Sort Code: 20-46-60

Account No: 03376745

[ 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

If you are a UK Tax payer, may NALC Gift Aid
your donation? Yesld 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

UK Head and
Neck Cancer
Coalition

As reported in the last
edition of CLAN, NALC
has joined many other
head and neck chormes to bUI|d a
collaborative group that will promote the
cause of head and neck patients. Our
aims are to raise the profile of head and
neck cancer to ensure it receives the
funding and resources it needs.
Members include The Swallows, Mouth
Cancer Foundation, Throat Cancer
Foundation and the Oracle Trust.

There have been two meetings to date
but much additional work has been
done in between. A detailed response
has been submitted to the proposals for
the ten year cancer strategy from the
NHS in England. A website has been set
up fo assist refugees from Ukraine who
may have head and neck cancer, when
they arrive in the UK.

| have agreed to be one of five Coalition
Board members whilst it is being set up
and will provide regular updates on our
progress.

NALC

Like every charity, the COVID-19
pandemic produced many challenges
for us. Our dffiliated groups were unable
to hold meetings and support patients in
the wusual way. The impact on
fundraising was massive and we were
fortunate to survive. Now that the
pandemic has eased a different
problem, the cost-of-living crisis, is
making it difficult for charities to get their
fundraising back to former levels. It is
likely NALC may have to make significant
changes to the way we work in the
Autumn. However we are determined
to continue to support laryngectomees
and their families. We can only do this
with your help and generosity, please
make a donation if you can. One of the
easiest ways is to go fo our website,
www.laryngectomy.org.uk, and click on
the links provided.

| spent the last three days alone

trying to learn escapology.
I need to get out more.

Ray Tindle

long-term readers of CLAN may
remember laryngectomee, Ray Tindle,
who chaired Tindle Newspapers until he
was 90 and remained as president until
his recent death at the age of 95. His
newspaper career began in the 1940s. His
Surrey-based press empire reached a
peak of 200 ftitles. He is survived by his
wife, Lady Tindle, and son, Owen.

Movement for Good

Our charity donation
programme,
Movement for Good,
is back, and this
year there are even
more opportunities
for your favourite
charity to win a £1,000 donation.

Getting your charity in the running is
easy. So go ahead and nominate NALC!

1. Nominate today:
movementforgood.com

2. Spread the word to get as many
nominations for your favourite charity as
you can

3. Look out for draws and winners.

Once you've entered your favourite
charity, their name will be in for all three
draws, so all you need to do is keep
spreading the word to build the number
of nominations.

Charity Events Raise £3,266 for Hospn‘al

Equipment

Clwydian Walking Holidays
has raised £3,266 for the Glan
Clwyd Laryngectomy club,
which will be used to buy
nebulisers, electrolarynx,
suction machines and boogie
boards for ward 7 and speech
therapy at Ysbyty Glan Clwyd.

The money was raised
through a charity show at Oriel
House featuring the band
Muddy Boots, as well as

through  donations  from
individuals and companies.

Clwydian Walking Holidays MD Bob Eckersall wanted to raise funds for the club after

being impressed with
their work. P Holloway,
Chaoirman and Dr
Martin O’Donnell,
Secretary of Glan
Clwyd Laryngectomy
Club said: “I'd like to
thank everybody,
including businesses
and private individuals,
for their support in
raising money for this
equipment.”

North Wales
Weekly News



Looking for a change
of tempo?

Being active after your laryngectomy can be
as simple as nipping out for a walk or putting
the hoover around your room - it’s all about
staying fit and healthy.

Provox Life™ Energy is designed to be used
when doing moderate to intense physical
activities as it provides the best breathability
so you're never short of breath, no matter
what you do.

® Low breathing resistance for
comfortable breathing

® Good humidification for
improved lung health

@ Sporty design for that little
boost of motivation

® Compatible with all Provox Life™
HMEs

“Riding a pushbike was
challenging before as | felt
at times | just could not draw
in enough oxygen, | can

with ease with the Provox

Life™ Energy HME."”

Paul Walker
Provox Life™ User

Provox Life™ Energy HME

Find out more about Provox Life™ Energy by contacting our friendly Customer

Care team or visiting our website:

%I Call us 8 Email us
08007831659 info@atos-care.co.uk

E. Visit our website At o S
www.atos-care.co.uk

Breathing-Speaking-Living



Laryngectomee Care Pathway on Discharge From Hospital

Laura-Jayne Watson, a Speech and Language Therapist from
Sunderland, is carrying out some research into the patient
experience relying on support from their GP and Community
Nurse when they go home after surgery. Laura-Jayne gave a
presentation to a recent NALC Zoom meeting about her study. She
kindly agreed to speak to Malcolm Babb, NALC President, so that
CLAN readers could be informed about this important area of
research.

Why did you choose this part of the care pathway for a
research study?

As part of my Masters in Clinical Research at Newcastle University
| inferviewed laryngectomees about their experience in hospital
after their operation. Interestingly, people talked a lot about what it
was like for them and their families when they were discharged
home. This highlighted some gaps in how services are provided
in the community which has an impact on how people cope once
they are discharged home after their operation. | think it is really
important that we understand this part of the pathway for
laryngectomees in more detail so that we can improve the
services that people receive.

For the last couple of years we have been living with the
COVID-19 pandemic. Have you any thoughts about the impact
COVID-19 may have had on the services you are looking at?

Yes — | think that COVID-19 has had a major impact on how easy it
is to access GP surgeries; particularly for face to face
appointments in the surgery or at home. | think that this has
understandably had consequences for how services are provided
and what services have been prioritised for GPs and district
nurses. These services are so important for people after a
laryngectomy, and we in the hospital rely on them for things such
as prescriptions for stoma care products and support visits to see
people in their own homes. Going forward, | would really like for
us to be able to work more jointly to improve services in the
community.

Who will you be inviting to contribute to your study and what
methods will be available to them to provide their input?

I would like to speak to GPs, District Nurses and Pharmacists who
work in the community. Originally, I hadn’t thought about speaking
to Pharmacists but, after speaking at the NALC Zoom meeting in
January, | would also like to find out more from the Pharmacists
who support people after a laryngectomy at home. | would also
like to speak to some more people who have had a laryngectomy,
as well as their family members.

Ideally, | would like to speak to people in person if possible, or via
telehealth, for example Zoom, or a telephone call.

How will you be recruiting contributors to the study?

At the moment, | am reaching out to local community staff in the
North East through local research networks and connections
within the hospital trust | work for. | have also linked in with other
research active Speech and Language Therapists nationally to try
and reach out to other community services in the UK.

For laryngectomees and their family members, NALC have been
very generous with their time to speak to me and | have been able
to have a chat with some of the group members to help contribute
to the study. | am planning on using social media platforms, such
as Twitter, to recruit people in the future.
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The final part of the study will involve participants meeting
together via Zoom. What do you hope to learn from this novel
aspect of your study?

I hope to understand more about how we can all work together to
improve the laryngectomy services that we provide from the time
before surgery to those early few weeks at home. | think this
group would be a great opportunity for healthcare professionals
from the Head and Neck Cancer team and community team to
work together with patients and their families. | hope that this will
lead us to having an improved pathway that meets the needs of
patients and their families so that we can help people to live a
good life after their laryngectomy.

The Laryngectomee Guide
is now available in 23 languages

| am happy to inform you
that The Laryngectomee
Guide is available in 23
languages (English, French,
ltalian, Portuguese, Spanish
(four versions), Bulgarian,
Romanian, Bosnian,
Croatian, Slovak, Turkish,
Greek, Arabic, Persian,
Simple and ftraditional
Chinese, Korean, Filipino,
Japanese, Indonesian,
Malaysian, and Russian).
The ebooks are free. The link
is: www.headandneck.org/
laryngectomee-guide/

ltzhak Brook MD
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The First Laryngectomee Triathlete? ( )

A British laryngectomee (2018), is set o complete a half-ironman
this weekend. Richard Andrews, of Hereford, uses a specially
designed snorkel which fits into the hole in his neck so he can
breathe during the swim. He may be the first person with a
laryngectomy to complete a triathlon.

In a bid to improve
his fithess he took on
10k races and ultro-
marathons, but said
a triathlon presented
its own
complications.

"The biggest
challenge has been
learning to swim
again  with  my
specially designed
\ ) snorkel which fits
info the hole in my
neck," he said. "Learning to breathe in a totally new way whilst
swimming has been rather nerve-racking."

4 N\

Four years ago, the father-of-three was in a very different place.
Initially Mr Andrews thought he was just suffering from a ‘savage’
sore throat and ‘extreme’ earache. However, he was given the
news that he had malignant tumour on his vocal chord after
being referred to an ear, nose and throat specialist and
undergoing d biopsy.

“My reaction was strangely positive immediately, but my wife
didn't take it well," he recalled.

Following the diagnosis, he underwent 30 sessions of
radiotherapy which led to him losing three stone. A month after
being given the all clear, in January 2019, Mr Andrews started
running, cycling and swimming in preparation for a duathlon and
10k. But he once again began to suffer from shortness of breath
and earache - the cancer had returned.

In July 2019, the supermarket worker underwent surgery to
remove his voice box and lymph nodes, which left him with a hole
in his throat. "My mouth is no longer used for breathing, and my
nose doesn't work at all except for holding my glasses on my
face," he said. "The biggest effect was on the family as | couldn't
talk for four months, which was extremely frustrating. "I lost a
further three stone and was very weak so the training started
again to rebuild the lost strength.”
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Richard Andrews 56, with his wife Ann and their three children

Mr Andrews went
on to complete a
half marathon three
months after his
operation.

He said a triathlon
was the "obvious
choice" for his next
challenge,  partly
because he was
unaware of any Y )
other laryngectomy
patient taking one
on.

A specially-made snorkel connected to
Richard's neck

"| decided to go one step further and complete a half ironman
which involves a 1.2-mile swim, 56-mile cycle and a 13.1-mile run,"
he said. "The support | have received from everyone, the doctors,
nurses, dieticians and my specialist speech therapist have been
truly awesome and have literally kept me going. Over the last
three years my family has been the reason | have survived all the
ups and downs."

His first event was on 8 May in Harrogate.

Taken from
www.bbc.co.uk/news/uk-england-hereford-worcester-61309015

New Website

Atos Medical, a leading
company in laryngectomy
care and part of Coloplast A/S,
announced today that they are
sponsoring the new website
www.laryngectomy.info -
‘The Laryngectomy site'.

The aim of the website is to provide reliable and easy access to
information for anyone who will or has undergone a total
laryngectomy, and their family and friends. “Receiving a diagnosis
of laryngeal cancer with the recommendation that you undergo a
total laryngectomy can cause distress and a difficult time for many.
That's why it is so important that patients have easy access to
reliable information on what to expect throughout their treatment
course,” says Christina Bjorkander, Head of Digital, Atos Medical,
and adds: “My hope is that laryngectomy.info will serve as a great
resource for healthcare professionals, patients and caregivers.”

The site contains inspirational and informational articles, videos,
and downloadable assefs addressing the frequently asked
questions of patients and their supporters. The structure is based
upon the patient's experience pre-surgery, in surgery, in the
hospital, at home and living as a laryngectomee.

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







Applying for Healthcare Cover Abroad (GHIC and EHIC)

Taken from: www.nhs.uk/using-the-nhs/healthcare-abroad/
apply-for-a-free-uk-global-health-insurance-card-ghic/

There are two types of cover available. You can apply for either:

@ a UK Global Health Insurance Card (UK GHIC)

@ a UK European Health Insurance Card (UK EHIC), if you have
rights under the Withdrawal Agreement

For most people, the UK Global Health Insurance Card (UK GHIC)
replaces the existing European Health Insurance Card (EHIC) for
new applications.

Apply for a new UK EHIC or UK GHIC

A UK GHIC and new UK EHIC are free of charge. Beware of
unofficial websites, they may charge you a fee to apply. Before
going abroad, make sure you check the latest COVID-19 travel
guidance on GOV.UK.

Important

There is no deadline to apply for a GHIC or EHIC. If you have
an existing EHIC, you can continue to use it until it expires. If
you have an existing EHIC, it will remain valid until the expiry
date on the card. You can apply for a new card up to 6
months before your current card expires.

It's currently taking longer than usual to process new UK EHIC and
GHIC applications due to high demand. We're working to resolve
this and will process all applications as soon as possible.

If you need emergency treatment while you're visiting another
country and haven't received your card, you can apply for a
Provisional Replacement Certificate (PRC).

How to use your card

You can use your card to access medically necessary state-
provided healthcare when you're visiting an EU country or
Switzerland. Medically necessary healthcare means healthcare
that cannot reasonably wait until you come back to the UK.
Whether treatment is necessary is decided by the healthcare
provider in the country you're visiting. Medically necessary
healthcare includes things like:

@ emergency freatment and visits to A&E
@ treatment for a long-term or pre-existing medical condition

@ routine medical care for pre-existing conditions that need
monitoring

@ routine maternity care, as long as you're not going abroad to
give birth

@ oxygen therapy and kidney dialysis

You'll need to pre-arrange some treatments with the relevant
healthcare provider in the country you're visiting — for example,
kidney dialysis or chemotherapy.

Check the Foreign Office country guides on GOV.UK for
information on how to access treatment in the country you're
visiting

Not all state healthcare is free within the EU and Switzerland and
so you may have to pay for services that you would get for free on
the NHS. Your EHIC or GHIC is not a substitute for travel insurance.
It may not cover all health costs and never covers repatriation
costs. Make sure you have travel insurance as well as your card.

4 N\
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Coverage for quarantine hotels in the EU

Some EU countries require foreign visitors, including UK residents,
to stay in quarantine hotels if they either:

® fest positive for coronavirus (COVID-19) and have no or mild
symptoms

@ are close contacts of someone who has tested positive for
COVID-19

The costs of quarantine hotels are not covered by an EHIC or
GHIC, as the UK considers these hotels to be a public health
measure, not medically necessary state-provided healthcare.

If you need medical treatment while staying at a quarantine hotel,
the UK Government will fund treatment as usual for UK residents
or insured individuals. Use your EHIC or GHIC card, or contact the
NHS Business Services Authority to receive a Provisional
Replacement Certificate if you do not have a valid card.

EHIC has only ever covered emergency and necessary healthcare
costs, so it is always recommended that you take out
comprehensive travel insurance, including health cover, when you
travel abroad.

If you're abroad and do not have your card with you, you can get
a Provisional Replacement Cerfificate (PRC) to prove your
entitlement to medically necessary healthcare if you travel to
Europe without your existing EHIC, UK GHIC or new UK EHIC and
need freatment during your visit.

If you need a PRC outside opening hours, you should call as soon
as possible the next working day. The PRC will give you the same
cover as an existing EHIC, UK GHIC or new UK EHIC unfil you
return home.

When calling for a PRC, you'll need to give:
@ your National Insurance number

@ your name

@ your address

@ your date of birth
continued on p.11
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Artificial Larynx Prototype from Japan

By Michelle Cohan, CNN March 2022

Although he's retired, 60-year-old former fashion brand executive
Hirokazu Ogitsu still wears ouffits that make a statement — even
when he can't. “I got cervical esophageal cancer and lost my
voice about ten years ago and made a smooth recovery,” Ogitsu
said. “But | had a recurrence almost two years ago and ended up
being unable to speak without a device.”

Ogitsu had a laryngectomy, a surgery in which all or part of the
larynx — also known as the voice box — is removed. This procedure
can be a part of treating laryngeal cancers, which impact more
than 184,000 people worldwide each year, according to the World
Health Organisation.

These days, Ogitsu volunteers his time at Ginreikai, a
laryngectomy support group in Tokyo, Japan, where he helps
people learn to speak again using a speech device called the
electrolarynx. The traditional electrolarynx is a razor-sized device
that is held up against the neck and creates vibrations that in turn
transmit sound through tongue and lip movement. But there have
not been many improvements in sound quality and functionality
since it was invented over 100 years ago.

4 N\
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Masaki Takeuchi began engineering the artificial larynx prototype,
Syrinx, in 2019

After speaking with the members of Ginreikai about their
struggles, Masaki Takeuchi, a young engineer, decided to create
something new and better. In 2019, Takeuchi and a group of
graduate students from the University of Tokyo developed Syrinx —
a machine-learning, hands-free, wearable electrolarynx.

“The patients said that they want to talk in public without any
inconvenience or embarrassment,” Takeuchi told CNN. “This
project was launched to develop a good device to make that
happen.”

Speech restoration options

For patients who lose their ability to speak after a laryngectomy,
there are currently three speech rehabilitation options, according
to Yvonne Knapp, a speech-language pathologist at Weill Cornell
Medicine in New York City.

There’s the traditional electrolarynx, which is what Ogitsu currently
uses. Another option is oesophageal speech, says Knapp - a
learned technique where air is swallowed into the oesophagus
and forced back up, creating vibrations on the throat which are
then formed into speech. This is the oldest and hardest of the
voice restoration options, Knapp says, adding that less than 40%
of patients can achieve it, and only 5% can do it well.

8

The third form of speech rehabilitation, and the most popular
according to Knapp, is the tracheoesophageal puncture, or TEP.
This surgical procedure creates a small hole between the trachea
and esophagus, where a prosthesis can be inserted to allow air
from your lungs to vibrate muscles in your throat to create speech.

Knapp, who has worked with laryngectomized people for 26
years, says TEP is much easier than esophageal speech and “is
far superior in sound quality to the electrolarynx”.

However, not every patient is able to gef the TEP procedure. And
for those who can't — external speech aids like the electrolarynx
can present as a good option for voice restoration. But the devices
can produce speech that sounds monotone and unnatural, and
they can be hard to use. Ogitsu also pointed out that he can't use
both hands freely with the traditional electrolarynx.

“The problem with the electrolarynx is it's very robotic,” Knapp
says. “People don't like it and they tend to shove it in a drawer and
never use it again.”

A more human-sounding electrolarynx

The main difference between the traditional electrolarynx and
Syrinx is the way Takeuchi's device creates sound. “Conventional
devices use pulse waves, which can produce a loud sound, but
be far from a human voice — more robotic and mechanical. So,
we used human recordings and processed them to create
sounds more like a human voice,” he said.

Additionally, a traditional electrolarynx has one transducer (an
electromechanical vibrator that creates sound) while Syrinx has
two — which generate a wider range of sound-wave frequencies
that the user can turn into speech through tongue and lip
articulation.

4 N\
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The Syrinx prototype has two transducers, which Takeuchi says
allow for more vocal pitch

These two components combined can create a more natural
sounding voice, according to Takeuchi, but the device is sfill in the
early prototype phase and the technology is always evolving. “We
used (artificial intelligence) only in the early days, but now we
don't,” he said. “In the near future, we would like to infroduce Al
again fo create sounds much more like human voices.”

Takeuchi says the device can also incorporate a user's old voice
recordings, if they have any, to sound even more like their former
voice — an important option for many patients. Our voices are so
closely connected to our identity, Knapp said.

“[Say someone calls] you and you don‘t know who's on the other
end, but that person says one syllable and you know who it is,



and you know how they're feeling from one syllable," she said.
“That's what a voice can impart, and that's super powerful... When
they're robbed of that, it is really, really hard.”

Voicing strong opinions

As part of the research and development of the device, Syrinx is
continually tested by the Ginreikai members. Takashi Sugiyama, a
75-year-old pharyngeal cancer survivor, has tested the devices
about seven times. He said that it still sounds too mechanical but
that progress has been made over time. During his most recent
testing, he says that the sound is clearer and that it's very easy
and comfortable to wear.

4 N\
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Takashi Sugiyama, a 75-year-old pharyngeal cancer survivor,
tests the Syrinx prototype periodically

Ogitsu, who tests the device about once a month, says he would
like Syrinx’s straps fo be more elastic to fit better around his throat.
While Knapp has not seen the device in use in person, she said
that it may have a bit more depth than a traditional electrolarynx
but that it doesn’'t sound too different than what's currently on the
market. But she added that the hands-free feature could be a
game-changer for some patients.

The device is already gaining recognition in Asia, with Syrinx
winning the 2021 Grand Prix at the Japan Healthcare Business
Contest and the Microsoft Imagine Cup Asia Regional in 2020.
Eventually, Takeuchi would love to expand his product globally
and have US testers.

For now, he says he's working on reflecting the feedback he's
getting from Ginreikai into future iterations of the device. "l am so
glad to hear that people were surprised by this device and said, ‘I
can't wait to talk with this device’ and ‘I hope it will be
commercialised soon,” said Takeuchi, adding that he hopes to
pass the strict screening criteria required for clinical trials and get
Syrinx to market in the next decade.

Ogitsu agrees he'd like to see this device fully developed and
available as soon as possible. “I strongly feel how grateful | am to
use my own voice for communication and how important
communication is for human beings and society,” he said. “I
believe that we will be able to lead a more normal social life by
using both hands while speaking like a healthy person.”

CNN's Junko Ogura contributed to this report.

Caregivers and Hospital Visits ( )
Being in hospital can be a difficult receiving end of life care

experience for a variety of reasons. Having ~ would figure high on any list. |

family and friends come fo visit can ease  would also suggest patients

the stress and provide valuable with communication

reassurance. COVID-19 has made life  difficulties are worthy of

difficult for patients with visitor restrictions  consideration.

in place so often in the past couple of

years. A new member of the Chesterfield World-wide links

club had his surgery in the Spring of 2020 NALC  has  links  with

so he had no visitors during his hospital  laryngectomees world-wide.

stay. Looking back on my surgery | would  In particular, the )

have found that very hard to cope with.

Laryngectomy Association of

A friend of mine is blind and in January he
had a fall and was in hospital for three
weeks. COVID-19 infection rates were high
and no visitors were allowed. His wife was
as distressed as he was, being unable to
provide the support he needed. Around the
same time, one of my relatives was
admitted to hospital needing an urgent life-
saving operation. He became distressed
and agitated and the staff decided to allow
his wife to join him on the ward, despite the
restrictions in place, showing a flexibility the
other hospital had not. Making exceptions
to rules is not easy and | suspect many
people would think their needs were
important and deserving of consideration.

In devising a list of categories not subject
to all visitor limitations, | expect patients

Victoria Australia (LAV), We are in regular
contact and had a communication from
one of their members last month on the
very topic of this arficle.

The daughter of a laryngectomee had to
call for an ambulance for her 80 year old
Mum. There was a bloody discharge from
the stoma, which was due to pneumonia,
and she also had another infection, leading
to some confusion of thought. On arrival at
the Emergency Department the daughter
was refused admission. It took five hours
and many phone calls before she was
allowed to be by her Mum’s side. How
could this situation have been avoided?

(To conclude the story, her Mum was
admitted and she was with her every day
for the next six days but then contracted

COVID-19, so had to stay away. Her Mum
was put in isolation in the hospital and
naturally found this very difficult to cope
with and after a few days asked to be
discharged.)

The solution LAV has suggested was for
hospitals fo issue a medically authorised
Carer's Card, which recognises the
assistance they can give assisting in
communication with the patient and
providing information about them.
Additionally, they have an important role in
reassuring the patient.

What do you think? We would love to hear
your experiences regarding this matter
and how the problems might be resolved.

Malcolm Babb
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Al Enables Laryngectomy Patients to get Their Voice Back

Australian start-up, Laronix, is developing a
bionic device that uses Al-based voice-
cloning technology tfo restore the voices of
laryngectomy patients. When Dr Farzaneh
Ahmadi was studying for her PhD in
Singapore a decade ago, she received an
email that has stayed with her ever since.
Working as part of a team researching
bionic voice technology, she was contacted
by a laryngeal cancer patient in the US.

My Voice is my life

“A patient emailed our group and said,
‘I'm facing this condition; | will lose my
voice and I'm a singer — my voice is my
life. Can you help me?” Ahmadi was
distressed by the fact that the research
wasn't advanced enough to restore the
patient’s original voice.

“Our honest answer was, maybe in 20
years,” she says. “At that point, it started to
bother me personally. Why can't we solve
this — something that seems so
biologically possible?”

Today, Ahmadi spearheads Queensland-
based start-up Laronix, which is
developing an artfificial intelligence (Al)
supported bionic voice that promises to
not only enable speech for people who
have had their voice box removed but also
give them back their own, distinctive
voices. Globally, 184,615 people were
diagnosed in 2020 with laryngeal cancer,
the most common head and neck cancer.
Some of these patients will undergo a
laryngectomy — voice box removal — and
become known as laryngectomees or,
more affectionately, ‘larys’.

Although lifesaving, the surgery can have
a big psychological impact. As Ahmadi
puts it, “society is impatient with voice
disability” and, sadly, depression and
suicide are common among survivors.

Laronix’s Bionic Voice, a smart device that
combines non-invasive hardware and
artificially intelligent  voice-cloning
technology — the same as used for deep
fakes — aims to offer hope to people who
have exhausted other options.

Old-school solutions

During a laryngectomy, the voice box is
removed, and the trachea — the windpipe
- is moved to the front of the neck, where
a stoma is created to allow breathing. As
anatomy differs between patients, voice
rehabilitation after surgery must as well.
“There is huge variation [among patients],”
says Alanna Bowen, an independent
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speech pathologist who works with
Laronix. “It's individualised and it's purely
down to how people heal from surgery,
the amount of freatment they need to get,
their own capabilities, dexterity, support
people. It's a patient population that has to
be treated individually because there’s just
no one size fits all.”

Existing solutions include voice prostheses
and the electrolarynx, a device that is
activated when held to the neck and which
sounds quite robotic. While many
laryngectomees have success with these,
others run into problems, says Bowen.
Tracheoesophageal voice prosthesis,
considered the current gold standard,
features a one-way silicone valve inserted
info the fissue between a patient's
windpipe and oesophagus. When a
patient covers their stoma, this device
redirects air to the back of the throat,
which vibrates and creates sound.

Though it can produce a strong voice, it
must be cleaned and changed regularly,
posing issues for some patients.

Her own grandfather

“When | was working clinically for public
health, | would have patients travel 500
km to come and see me for a voice
prosthesis change,” says Bowen. “I was
the closest person who had the skill to be
able to give the service that they needed.”
While she was studying, her own
grandfather underwent a laryngectomy.
After first trying a prosthesis, he then used
an electrolarynx.

“[My grandparents] had a business in
town and it took a long time for people [to
adjustl. Even though they knew my
grandfather, they knew he’'d had this
surgery, and it was a little country town — if
he would pick the phone up for the
business, people would hang up.”

Bowen says, while there have been
tweaks to these solutions, the technology
hasnt advanced much in decades.
Ahmadi says one reason for this is the
location and complex structure of the
larynx.

An unexpected find

Originally from Tehran, where she’'d
worked as a telecom engineer, Ahmadi
came to Australia via Singapore in 2013.
Frustrated with the lack of progress, she
moved away from bionic voice research.
When applying for a fellowship to instead
research optimality in biology, she got a

knockback that proved to be an
unexpected source of inspiration.

“One of the reviewers had said, ‘If biology
is so optimal, why arent you using that
principle in generating voice for people,
which has not worked in your PhD? That
was, ironically, a eureka moment,”
Ahmadi recalls.

From there, she moved to the University of
Sydney. When undertaking an extensive
literature review, she stumbled across
research in China that described a
pneumatic artificial larynx (PAL) — a very
basic mechanical larynx that uses a
person’s respiration signals to create
voice. “I's the world's simplest model of
human larynx — it's out of the body,
completely mechanical,” says Ahmadi.
“Ironically, it generates Chinese language,
which is a fonal language, meaning that it
can generate pitch variations inside the
word, something that healthy people also
find difficult fo do.”

This was a crucial find. “It was the ultimate
proof in our hand - that the only thing that
you need o convey an exceptionally high-
quality voice for humans is respiration; you
don’t need any commands from the brain.
That immediately simplified the problem,”
Ahmadi says.

By 2018, Ahmadi and a team at the
University of Western Sydney had
developed what they called a Pneumatic
Bionic Voice, modelled on the PAL, which
underwent pre-clinical trials.

Ahmadi and her brother, Dr Mousa
Ahmadi, founded Laronix in 2019, as a
spin-out from the University of Western
Sydney.

Last year, the start-up won a major
category in Bionics Queensland’s Bionics
Challenge, which aims to accelerate
bionics development in Australia. Director
of Bionics Queensland Dr Robyn Stokes
says she was impressed with Laronix's
robust research and development.

“Where it stands out is the quality,” she
says. “The clarity and the non-invasive
aspect of it and possibly how far [they've]
goften in terms of tapping what that
artificial intelligence can do in that context
— it's much more advanced [than other
solutions].” There may also be less obvious
applications for the technology, says
Stokes. “It has uses beyond for those with
laryngectomy. [For example,] there are
millions of dollars lost economically from
the loss of voice in the education sector.”
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Al Assistance becomes a matter of numbers — how

Unlike surgical solutions, Bionic Voice is a
non-invasive electronic device that uses a
sensor on the neck to monitor signals
generated when a user breathes. This
information is sent to an Al module
enclosed in a headset, which acts like
vocal cords.In a recent model, the voice is
then transferred to the mouth via a thin
tube - but Laronix aims to further
streamline the design. The ultimate goal is
to give people their natural-sounding
voices back, says Ahmadi.

“Once you generate voice, the second step
is to train that voice to become more
natural. That's where the Al kicks in,” she
says.

Using voice-cloning, the Al algorithm is fed
audio clips and can be taught to mimic a
particular voice in five to 20 minutes,
improving in quality over time.

Users will be able to alter the pitch of their
voice as well as sing and laugh — and one
day, thanks to the Al, it may even sound
like they did pre-surgery.

Acceleration

Ahmadi says taking a product from a
university to the market hasn’t been a
totally smooth ride. But the company has
attracted significant public and private
investment and trials are underway this
year. Stokes says, under Ahmadi's
leadership, the company is well placed for
global acceleration: “She completely
understands the global marketplace”.
Ahmadi remains driven to help as many
people as possible.

“For every one of our patients that gets
their voice back, you're just ultimately so
thrilled,” she says. “At some point, it

many lives you can save.”

Finding a voice

One patient who has been overjoyed to try
the Bionic Voice is laryngeal cancer
survivor, Bobbi (last name withheld for
privacy). She was previously using a voice
prosthesis, but because she'd sustained
tissue damage in her neck from radiation,
the valve became loose and began to
leak, causing serious complications.

Before working with Laronix, Bobbi had
been silent for several years, which poses
daily frustrations and has taken a huge toll
on her mental health. “I use [an e-writer] or
a text-to-speech app on my phone, but
both forms of communication are so much
slower than verbal communication that by
the time | have written my thoughts the
conversation has moved on and what |
have written is no longer relevant,” she
says via email.

Using the Bionic Voice, Bobbi says she
could “be part of society again”.
“Socialisation would be easily possible;
parties and meetings and groups would
be accessible. My mood would lift
enormously,” she says. “I could put the
device on and order coffee verbally, | could
go to the butcher and ask for items, | could
tell my daughter she looks lovely today, |
could yell at my grandson, | could train my
dog, | could go to dinner with friends and
participate in the conversation. | could
be/feel normal again.”

For more information: createdigital.org.au
/ai-enables-laryngectomy-patients-to-get-
their-voice-back/

Kim Thomson
April 13, 2022
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@ the name of the treatment facility

@ the email address for the specific
department of the organisation
providing your treatment

To apply for a PRC contact NHS Overseas
Healthcare Services. Someone else can
apply for a PRC on your behalf.

Where you can use your card

You can use a UK GHIC or existing EHIC
while visiting:

@® an EU country

@ Switzerland (only UK nationals, Swiss
nationals and EU citizens)

A UK GHIC may become valid in more
countries in the future. Check this page
before you travel. You can only use a UK
GHIC in Switzerland if you're a UK national,
a Swiss national, a citizen of an EU
Member State, a refugee, a stateless
person, or a family member, dependant or
survivor of someone who holds one of
these nationalities or statuses. You may be
asked for proof of your nationality or your
status when using your UK GHIC in
Switzerland.

You can use a new UK EHIC (identifiable by
a Union flag hologram in the top-right
corner) while visiting:

® an EU country
® Norway

@ Iceland

@ liechtenstein
@ Switzerland

The EU countries are: Austria, Belgium,
Bulgaria, Croatia, Republic of Cyprus,
Czech Republic, Denmark, Estoniq,
Finland, France, Germany, Greece,
Hungary, Ireland, ltaly, Latvia, Lithuania,
Luxembourg, Malta, Netherlands, Poland,
Portugal, Romania, Slovakia, Sloveniq,
Spain and Sweden.

Who can apply for a UK GHIC

You may be eligible for a UK GHIC if you
meet one of the following criteria:

@ you're legally living in the UK and you
do not have healthcare cover provided
by an EU country or Switzerland

@ you're living in the EU or Switzerland
with a registered S1, E121, E106 or E109
form issued by the UK

@ you're living in the EU or Switzerland
with an A1 document which is issued by
the UK

@ you're a family member or dependant
of an entitled individual already listed

n



Chesterfield Club
Report
We have had two excellent recent meetings.

At the first, Paula Barnes from Severn
Health care brought along some recent
additions to their product range to show
us. Members had many questions and
there was a lively discussion. Because
Paula is a practising SLT this extended well
beyond the products on display.

The second was a less formal meeting
with  members raising some current
concerns. There was a lengthy discussion
around mental health issues. The
membership is varied ranging from
patients who had a laryngectomy many
years ago to more recently during the
COVID-19 pandemic and some have other
forms of cancer as well. | think everyone
appreciated the sharing of experiences.

Since the meeting with Paula, we have
learned that a local clinical commissioning
group is blocking the supply of one of the
new prescription items. We will be doing
what we can to change this situation.

Preston Club

Kim Winterfon and members of the Preston
Club enjoying a very overdue Christmas
lunch. A good time was had by all.

The Oldham Quiet Ones

Well, we made it through the fog of the
last two years and delighted to say we
are still here.

It's great to get back together. We
kicked it off with a little social event at
the local Carvery and had a great turn
out, welcoming quite a few new faces.
We have also restarted the group
meetings and have planned some
summer social events, including a mini
cruise on one of the famous Mersey
Ferries, and some fundraisers for later in the year.

We continue our support work, meeting new patients pre- and post-surgery. The focus of
this is to allow people facing a new future to ask anything they want and to hear and see
conversation using both valve and Electrolarynx speech. This is done under the guidance
of of the Speech and Language Therapists and for the moment is via Zoom.

We also continue to support members with the supply of portable nebulisers, which has
taken a sharp upturn as people at last dig out their holiday shorts and cool dude shades
from the back of the wardrobe.

We saw the well earned retirement of
our founding member Janice Lang,
who started the group 20 years ago
when she saw the need, as a new SLT
for a local patient support group and
she has worked tirelessly to build it
from scrafch fo where we are now.
Janice will be sorely missed in her
professional role but has agreed to
continue as an active member for the
foreseeable future. We have also
seen our other lovely SLT, Deborah
Ganderfon, move onfo a new role as
a Consultant SLT at The Christie having
successfully completed her PhD. We
are pleased to say that she too is
continuing with the group and is
actively using her experience and role
to further the wider understanding
and knowledge of Laryngectomy at a

Solent Club

Our Solent Club has restarted its lunchtime
meetings on the second Tuesday of each
month at the Denvilles Club, Emsworth
Road, Havant, after a long break. The Club
has a chef so light lunches are available.

Our membership has dropped for various
reasons over that time. We are hoping that
we may get some new members through
contact with the Head and Neck
department at the Queen Alexandria
Hospital, Portsmouth (which is where all of
us Laryngectomees were treated).
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Deborah Ganderton & Janice Lang local and National level.
We also welcome our new SLT, Ellis Knowles to the group so the great legacy continues.

It's wonderful to be back, here's looking forward to a great summer!

NALCs next zoom meeting will be on
Monday 20 June 11.30am.
The speaker is yet to be confirmed,
if you would like to join

the meeting please send us an email
and we can forward the link.
info@laryngectomy.org.uk
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