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ITS ALL VOLUNTARY!

Welcome to the September issue of CLAN! As editor, |
wasn't sure I'd be writing that as NALC enters a very
ﬁ' \ different phase of life. As you can see from the
President’s Notes, NALC no longer has funds to employ
staff and so everything now moves to a voluntary basis.
Fortunately, Vivien and Kerry will be continuing their
great work as volunteers! CLAN has always been
produced on a voluntary basis and will continue in
paper form so long as we can raise the funds through
advertising.

Back to Normal?

Hopefully life is still returning to normal-ish (although COVID-19 rates remain high) and
clubs will become more active. If so, please let us know what you are doing! News
From The Clubs regularly used to fill a page and we're keen to it to continue. A recent
survey of club websites, though, revealed very little news. One domain was even up
for sale! So, make that cup of tea and enjoy reading about all that's going on
worldwide. And then tell us your news!

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. 163: 1 November 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

H&N Cancer Coalition
News From The Clubs

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

To make a donation please complete and
return this form to: NALC €/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

Big Changes For
NALC

As you will read
elsewhere in this
Newsletter, NALC no [
longer has the funds to :
employ staff. Vivien Reed, our
Association Secretary, and Kerry Ruff, her
Assistant, gave many years of dedicated
service and we are very grateful to them.
However the good news is that they will
continue fo support NALC as volunteers.
As we learned in CLAN last September,
Vivien has worked for NALC for over 30
years and | doubt there is anyone with
more knowledge and experience of
helping laryngectomees overcome their
problems as they recover from the
operation.

NALC in Demand

Any one on our email list will have
noticed how many requests for help with
research we have received this year.
Usually this has involved joining an
online meeting or completing a survey
but some members have gone further
and have joined patient advisory groups
for studies. We have also started working
with another university, Birmingham City
University. Activities impossible during the
pandemic are beginning to return and |
have been asked to give a presentation
at a Tracheostomy Masterclass at
Doncaster Royal Infirmary, after a gap of
several years.

Zoom Meetings

We used to have face to face meetings
in London but COVID-19 made these
impossible. With our new financial
situation we would be unable to cover
the travel costs of members if such
meetings resumed. We have used Zoom
instead and these online meetings will
continue. Our next one will be something
special with our Patron and Medical
Adviser Professor Martin Birchall as
guest speaker. If you have any thoughts
on fopics for future meetings please let
us know.

Channel 4 Super Surgeons -
What if the News is Bad?

| can recall when |/~
was told, over 20
years ago, | had
cancer of the larynx.
After finally getting
checked out and
having a biopsy |
turned up fo a clinic
to hear the best or
worst news. As it
happened, it was
the worst and | did
have cancer of the
larynx. | was with
the  doctor  for
around ywo minutes
and | left the
consulting room to
await  a  further
appointment when
treatment would be
discussed. The news was that | had a
stage two tumour and that radiotherapy
was likely to be the appropriate freatment.
The news was delivered in a matter of fact
way and | heard nothing from the doctor
that invited me to share my thoughts or
ask questions.

Professor Vin Paleri

At this time | was reading the book C
Because Cowards Get Cancer Too, by John
Diamond a journalist who was married to
Nigella Lawson. His throat cancer journey
did not go well and he died in 2001. In his
book he described when he got the worst
news of all from his consultant, that his
cancer was not curable. “He gave us the
news white-faced, nervous and with eyes
downcast as if it was something both
unsayable and already said”.

In July Channel 4 broadcast a series called
Super Surgeons, which featured Professor
Vin Paleri, an ENT surgeon at The Royal

Marsden Hospital. In the second of three
programmes his patient, Peter, had a
difficult oral cancer. Several courses of
treatment were employed but finally the
cancer returned with no viable treatment
options left. It was wonderful to see the
connection and empathy between
Professor Paleri and Peter and his family as
his treatment progressed. When the
treatment options ran out the conversations
were sensitive and extremely moving.

| am sure this part of the care pathway,
sharing bad news, has improved since my
time. As seen in the programme, Professor
Paleri represents the best of the NHS. In
the other two programmes in the series,
we saw him using robotic surgery to treat
a patient reluctant to have a laryngectomy
and carrying out a partial laryngectomy on
another. | can thoroughly recommend
viewing the series of programmes on All4,
if you have missed them.

Malcolm Babb

NALC has a New Website

NALC's website is over ten years old. So
much has changed that it does not work
well with social media or when accessed
using tablets or phones.

A brand new site will be launched during
September which will allow for better
access to our information resources, as
well as being an easier and more
enjoyable resource fo use.

Getting to the site will use the same link as
before: www.laryngectomy.org.uk

Google and other search engines will
direct patients and others to our resources
as they did before the new site.

We would love to hear your views after
viewing the website.
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Life

Provox® FreeHands FlexiVoice™

Feel the freedom of speaking hands-free.
Enjoy socialising and expressing yourself like
you used to. With Provox® FreeHands
FlexiVoice™ you can be more active. Going
out and meeting people becomes easier
when you speak hands-free.

Provox® FreeHands FlexiVoice™ is compatible
with the new Provox Life™ FreeHands HME

which offers good humidification to help You can be with meIly Oﬂd friends in a more
reduced coughing and mucus. natural way and blend in more comfortably.
Working life is easier too, especially if you

depend on both of your hands to do your job.

Available in four strengths to suit your needs: Key features:
@ Speak hands-free for more natural communication
@ Quick and easy to set up

a a a a @ Helpful arch accessory helps keep clothing away

@ Ability to turn device to a locked position for air flow when being
( ] [ X ] [ X X ] o000 active

Always speak to your clinician about what

products are suitable for you.

Find out more about the Provox® FreeHands FlexiVoice™ by contacting our
Customer Care team or visiting our website:

%l Call us 8 Email us Visit our website A l os
0800 783 1659 info@atos-care.co.uk www.atos-care.co.uk
Breathing-Speaking-Living
atosmedical.com



Help With The Rising Costs

Listed below are some details of the
monies you may receive or can apply for
to help with the cost of living rising costs.

® Each household will get £400 support
through the Energy Bills Support
Scheme. This is a grant and will not
need to be repaid. Direct debit and
credit customers will have the money
credited to their account. Customers
with pre-payment meters will have the
money applied to their meter or paid
via a voucher.

@ Those who live in band A-D council tax
will receive £150 rebate. You should
have received this money if not contact
your local council.

® Those living on means tested benefits
will receive a payment of £650 this
year, made in two instalments. There
are certain criteria if you have not
received a payment and you receive
one of the following benefits contact
HMRC or DWP:
O Universal Credit
O Income-based Jobseekers Allowance
O Income-related Employment and

Support Allowance

O Income Support
O Working Tax Credit
O Child Tax Credit
O Pension Credit

@ Pensioner households will receive an
extra £300 this year to help with the
energy costs. These households are
those that currently receive the Winter
Fuel Payment. The payment is normally
sent out in November/December.

@ Those who receive one of the following
disability benefits will receive £150
Disability Cost of Living Payment this will
be paid out from September:

O Disability Living Allowance

O Personal Independence Payment

O Attendance Allowance

O Scottish Disability Benefits

O Armed Forces Independence Payment

O Constant Attendance Allowance
O War pension Mobility Supplement

There will be an extension of the
Household Support Fund for those living in
England. This fund will help those in most
need with payments towards the rising
cost of food, energy and water bills.

The Household Support Fund s
administered by local councils in England.
Eligibility will be determined by individual
councils. The Barnett Formula provides a
share of funding to the administrations in
Scotland, Wales and Northern Ireland so
they can decide how fo provide support.

There are various charities that will give
support to those who have suffered the
effects of Cancer.

Macmillan Cancer Support — If you are
living with cancer and need financial help,
you may be able to get a grant or loan.
www.macmillan.org.uk/cancer-information
-and-support/impacts-of-cancer/benefits-
and-financial-support/grants-and-loans

Turn2us helps people in financial need
gain access to welfare benefits, charitable
grants and other financial help — online, by
phone and face to face through our
partner organisations. www.turn2us.org.uk

The Charis Grants Ltd organisation
manages trust funds and assistance funds
on behalf of utility companies and local
authorities. Their grants can be used to
clear debt in respect of utility bills, to
purchase necessary household items such
as a washing machine or cooker, and to
help cover Bankruptcy tel: 01733 421 021.
www.charisgrants.com

Citizens Advice — We give people the
knowledge and confidence they need to
find their way forward, whoever they are
and whatever their problem.

Our national charity and network of local
charities offer confidential advice online,
over the phone, and in person, for free.
www.citizensadvice.org.uk/about-us
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A New Era
For NALC

In 2013 Macmillan advised
NALC that it was going to
phase out its financial
support. Up until that point
NALC had been an
associate  charity  of
Macmillan, which provided
100% of its funding.

NALC has managed fo continue its work,
with significant cost-cutting measures
and support from charitable trusts and
the laryngectomy community. However,
the last 18 months have become
increasingly difficult, with the COVID-19
pandemic limiting fund raising events
and trusts facing previously unseen
demands for their financial support. As
the pandemic has eased so a cost of
living crisis has arrived. Most charities,
big and small, have found their income
has dropped and currently face
significant challenges.

The NALC trustees have taken the difficult
decision that from 1 September NALC will
have no paid staff but depend solely on
volunteers. Our staff members, Vivien
Reed and Kerry Ruff, have expressed a
desire to continue to work for NALC but
as volunteers. The Trustees believe that
most of NALC's work can be continued
under the new arrangements.

NALC will confinue tfo:

® Provide a phone line for
laryngectomees, caregivers and the
professionals working with them to
contact us for help and advice

® Enable contact via email or post

® Provide information packs for
laryngectomees on request

® Have a website from which our
information and other resources can
be downloaded or viewed.

® Produce a quarterly newsletter, CLAN.

® Supply emergency items such as
wristbands and car stickers on
request.

® Hold quarterly meetings using the
Zoom platform, usually with clinicians
as guest speakers.

There are several head and neck cancer
charities now supporting patients.
However laryngectomees have unigque
needs and vulnerabilities for the rest of
their lives and they benefit from a
specialist support group like NALC.



Twin Peaks Challenge

A cancer survivor who at one point
believed his “life was over” is set to tackle
the Twin Peaks challenge on 17 July, as
part of his recovery. Doug Sier, 45, was
diagnosed with a rare form of bone
cancer, which made him struggle to
breathe or stand.

He had initially been told a lump in his
throat was “nothing” by doctors but soon
found his life turned upside-down. Doug,
of Steeple View, Basildon, said: “It was very
scary, | have two kids, | need to live as long
as possible.”

Due to the nature of the bone cancer,
chemo and radio therapy is ineffective,
and the only option was surgery. “I was
given the choice to just leave it. To live with
a giant mass with my neck for the rest of
my life,” he added. He underwent a
laryngectomy which is the removal of the
larynx, or voicebox, and causes significant
changes to your voice and often makes it
harder to speak. Those have had the
surgery are often left with a hole in their
throat and are required to do their own
suction.

Support Club

Doug joined The South  Essex
Laryngectomy Support Club where he
received support from others and learned
to cope post-surgery. “After my surgery |
thought my life was over, the biggest
hurdle was a mental one” he said. “I
found it hard to speak and my voice had
changed completely. It was extremely
lonely but I'm so grateful to find others who
helped me see that it wasn't the end.”

\- J

Before being diagnosed, Doug says he
was a fit and healthy person and often
went to the gym. But after the surgery, he
could barely walk 50 metres. He decided
that he wanted to set himself a challenge
that would aid his recovery, as well as
raise funds for charity. Doug is planning to
walk both the highest peaks in England
and Wales over two consecutive days.

He will also walk the Essex Way in stages
and try to have as many other people join
him along the way. Doug said: “It will
definitely be a challenge for me but I'm
determined to see it through.” He is hoping
to donate the funds to The South Essex
Laryngectomy Support Group.

Hashaam Yaqoob,
Basildon, Canvey & Southend Echo
www.echo-news.co.uk

-
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NALC URGENTLY NEEDS YOUR SUPPORT

The easiest way to donate to NALC is via the Justgiving page: www.justgiving.com/
laryngectomy-clubs . Typing ‘Justgiving NALC’ in Google also works well

NALC Zoom Meeting

The next meeting will take place
on Monday 3 October
at 11.30am.

The guest speaker will be
Professor Martin Birchall of
University College London & UCLH.

Professor Birchall is a distinguished
laryngologist and head and neck
surgeon. He performed the first
laryngeal transplant in California,
in 2010. He has been a medical
adviser a patron of NALC for many
years and has been an invaluable
supporter as we have faced the
challenge of losing our connection
with Macmillan.

As well as reflecting on his
involvement with NALC, Martin will
be sharing his thoughts about
future treatment options for
cancer of the larynx.

To receive the link for the meeting
please contact
info@laryngectomy.org.uk

It was the accepted practice
in Babylon 4,000 years ago
that for a month after the
wedding, the bride's father
would supply his son-in-law
with all the mead he could

drink. Mead is a honey beer
and, because their calendar
was lunar based, this period
was called the honey month,
which we know today as the
honeymoon.




ATOS CARE SURVEY

Atos Care was launched in October 2020, with a desire to provide best-in-class
support and offer a comprehensive care service for people with a laryngectomy.
This year we sent out an Atos Care Customer Satisfaction Survey; we invited over
500 service users to complete the survey and provide valuable feedback on our
support and services.

We are delighted to be able to share the results, and that service users have rated
us 4.3 stars for our overall service!

Vamb
)

90% 4.5... 93%

choose Atos Care for overall satisfaction. rated the Customer
over other services. Care team overall as
good or very good.

At Atos Care, we understand that after your operation, you need more than just
products to help them live their life fully. Trust, time and care are more important
than ever. The Atos Circle of Care is our comprehensive support service to help you.

How to register with Atos Care

If you are interested in learning more about Atos Care or would like to register with
us, there are 3 easy ways to contact us:




MYLIFE EVENTS

We hold a range of helpful webinars, practical
workshops and interactive experiences. Each event
is designed to help connect you to others who know
and understand about living.

These events include helpful presentations about relevant
topics, as well as a chance to ask questions. There is the
opportunity to hear from other people who have had a
laryngectomy and specialist healthcare professionals.

Undergoing a laryngectomy is a life-changing experience.
The aim of MyLife events is to help you feel more confident
as you begin to learn to live well after surgery with a
laryngectomy.

WEBINARS WORKSHOPS EXPERIENCES

We hold a range of helpful MyLife Workshops are hands-on
webinars, practical workshops demonstrations held by our

and interactive experiences. Each specialist team with tips to help
event is designed to help connect you in your everyday life.

you to others who know and

understand.

Scan the QR code or visit

5%

said the MyLife Events increased
their knowledge and understanding
of their condition.

MyLife Experiences are new
online, interactive events to get
you involved in more activities
whether that be a yoga session or
a cooking class.

www.atos-care.co.uk/upcoming-events-webinars/
to find out about upcoming events

%ﬂ Callus 8 Email us
0800 783 1659 info@atos-care.co.uk

Atos

Visit our website C q re

www.atos-care.co.uk



Ethiopian Deputy Mayor Survives Advanced Throat Cancer

Ludciged, Deputy Mayor in Ethiopia, who was diagnosed with
advanced throat cancer, underwent three major surgeries in
Hyderabad, India.

Cancer can be cured with early diagnosis, accurate treatment,
and a massive dose of emotional support. Deputy Mayor of Addis
Abeba (Ethiopial is a living testimony to this fact. Ludciged has
successfully survived advanced laryngeal cancer (cancer of the
larynx or voice box) after three major surgeries conducted in
Hyderabad, India.

Ludciged was diagnosed with advanced throat cancer and
admitted to Yashoda Hospitals in Hyderabad for more advanced
treatment. According to the hospital, Ludciged started
experiencing unusual and persistent cough four months ago. His
condition was critical, he was unable to speak, was choking for
breath and unable to walk properly.

Surgical Oncologists at Yashoda Hospitals recommended
laryngectomy, a surgical procedure in which the larynx is
completely removed, and the airway is blocked.

Dr Sachin Marda, Sr Consultant Oncologist and Robotic Surgeon
(Cancer Specialist) noted that diagnosis and finding the right
treatment are always more critical and time-consuming than the
treatment itself.

More advanced treatment

He stated, "Mr.Ludciged was diagnosed with advanced laryngeal
cancer. Despite chemotherapy and radiation, the patient received
in Ethiopia, cancer returned, and he went to Yashoda Hospital for
more advanced treatment.”

Talking about the unconventional treatment procedure, Dr Marda
said, "We consecutively started Mr Ludciged's treatment with total
Laryngectomy Flap Reconstruction and Provox Prosthesis which is
advanced Voice Rehabilitation. When we removed the larynx patient
could not communicate. So, we implemented artificial prostheses in
the place of the larynx through which the patient could speak.”

Possible complications post-surgery

Unfortunately, Ludciged developed massive cardiac pulmonary
thromboembolism during the postoperative period. "Our cardiac

4 N\
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Ludciged, Deputy Mayor in Ethiopia, with the medical staff at
Yashoda Hospital

team stepped in and saved his life in this critical situation,” said Dr
Marda. The patient also developed an infection and necrosis
because of the previous chemotherapy and radiation. The
doctor's team had to plan flap surgery to cure the infection.

"So, we saved him from three near-death experiences. Mr
Ludciged triumphed after the planned advanced surgery, with
regular follow-up and a lot of perseverance,” added Dr Marda.

Speaking about the post-op complication, Dr Rohith P Reddy,
Consultant Interventional Cardiologist, Yashoda Hospitals, said,
"Mr Ludciged, a case of ca larynx post-surgery, developed
tachycardia during the post-op period. The ECG revealed sinus
tachycardia, and the echo was normal. A CT pulmonary
angiography revealed that the patient had pulmonary
thromboembolism."

"He was started on low molecular weight anticoagulation
because he was hemodynamically stable. Heparin was continued
for four weeks with minimal interruption during fistula closure
surgery, and a repeat CT before discharge revealed significant
thrombus resolution. Because this was a case of provoked PTE, he
was supposed to be anti-coagulated for three to six months
before being reassessed," Dr Reddy added.

Longjam Dineshwori
April 26 2022

Smell the Flowers!
4 N\
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In-pensioner Geoff Read (who is a CLAN mainstay) on the left
with some friends

Can You Help?

We have had a further request from Nicky Gilbody, a Speech and
Language Therapist, for assistance with a research project. The
project is looking at the experience of speech valve users and
laryngectomees with a valve are being sought to help by means
of an online interview.

Please contact Nicky at: n.gilbody2556@student.leedsbeckett.ac.uk

4 N\




MAKE SENSE OF HEAD & NECK CANCER

EU’s Beat Cancer Plan

The launch of Europe’s Beating Cancer Plan
on 3 February 2021, marked a momentous
day of hope for the cancer community. For
many years, health, and specifically
cancer, took a low position on the EU
Commission’s agenda. Now, with a shift in
priority orchestrated by the current
Commission, cancer is being given the
aftention it deserves. The Beating Cancer
Plan is sef to transform cancer prevention,
detection, treatment and management of
cancer in the EU, as well as reduce health
inequalities between and within Member
States at a pan-tumour level.

The EHNS published a letter via the Make
Sense campaign, to key members of the
European Commission to outline our
support. With a clear action-orientated and
time-focused approach that offers a
comprehensive roadmap to dealing with
the issues that cancer poses across Europe.

Crucial Areas

However, the letter also highlights specific,

crucial areas where the consideration of

additional measures is recommended fo

address deficits in the Plan with regard to

head and neck cancer. Within the letter,

we call upon the European Commission to

advocate for the incorporation of the

following summarised action point areas:

@ The inclusion of head and neck cancer
in additional Europe-wide screening
programmes

® Support public awareness campaigns,
such as the Make Sense campaign’s
annual awareness week

® Firmer targets for achieving HPV
vaccination of boys at a Member State
level and clearly communicate the link
between HPV and head and neck
cancer

® Promote uniform and quality care via
the  development of European
survivorship guidelines

2022 will be a very special one for the
Campaign, as we celebrate our 10th
Awareness Week! We are sure to have
some fantastic activities, materials and
updates in store, including the launch of
dedicated European Head and Neck
Cancer Survivorship Guidelines which are
currently in progress, and the outcome of
our meeting with EU Beating Cancer Task
Force. We sincerely hope you will join us
again next year for this milestone, and very
much look forward to working with you all!

For more information, see:
makesensecampaign.eu/en/about-the-
campaign/eu-beating-cancer-plan

9



Founder’s Day Visit

| was honoured to be invited along with
my husband Mitchell to aftend Founder’s
Day at The Royal Hospital Chelsea, home
of the Chelsea Pensioners. Geoffrey Read,
formerly of the Plymouth Club has been an
‘inmate’ since September 2020. We had a
wonderful afternoon celebrating the
Hospital's founder King Charles II. After the
ceremony, Geoffrey treated us to a lovely
picnic lunch. The band was playing and
the sun was shining (and the drinks were
flowing!) We had a memorable afternoon.

Thank you Geoffrey. Kerry Ruff

UK Head and Neck Cancer Coalition

A new Head and Neck Cancer codlition has been established to help improve the care,
experience and outcomes for everyone affected by head and neck cancer in the UK, now
the sixth most common type of cancer.

The coalition will be chaired by Oracle’s CEO Tamara Kahn and is joined by a team of Head

and Neck Cancer experts from the organisations shown above with the aim of:

@ Being the recognised Head and Neck Cancer collaborative in the UK that is seen to be
proactive, responsive, impactful and ambitious.

® A recognised resource for all those affected by and working in Head and Neck Cancer
so that individuals, groups, charities and organisations are able to access support
and connect with those that have the expertise.

Codalition members will do this by working together on focused objectives and projects within
the areas of patient and caregiver support, awareness and education, research, policy,
multidisciplinary team support and data.

Collaborative and Inclusive

We will take a collaborative, inclusive and multi-perspective approach to ensure that the
complexity of Head and Neck Cancers are addressed. Working together will allow us to
have greater alignment on messaging, ensure all voices are heard and collaborate on key
priorities so that we have greater collective impact. Together we will improve the patient

and caregiver experience and outcomes.

The coalition have been actively involved
with a formal response to the Ten Year
Cancer Plan and Swallows Charity have
been actively supporting an initiative for
Ukrainian Refugees who may need Head
and Neck Cancer support.

NALC is involved and Malcolm Babb is one
of five board members.

4 )
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Help for those suffering from vocal injuries caused by larynx surgery

New technology from Purdue University
and Indiana University School of Medicine
innovators may one day help patients who
suffer devastating vocal injuries from
surgery on the larynx.

A collaborative feam consisting of Purdue
biomedical engineers and clinicians from
IU has ftissue-engineered component
tissue  replacements that support
reconstruction of the larynx. The team's
work is published in The Laryngoscope.

The larynx is a very complex human organ
consisting of outer cartilage for structural
support, inner muscle that contracts to
permit voicing, swallowing, and breathing,
and inner vibratory lining.

Currently, thousands of patients each year
with laryngeal cancer or frauma require a
procedure called total laryngectomy in
which the entire larynx is removed, and
patients are left without a human voice
and breathing through a hole in their neck
called a stoma.

“There are very few options for laryngeal
reconstruction and no options for
restoration of laryngeal appearance,

10

structure and function,” said Stacey Halum,
a  fellowship-trained  laryngologist
specialising in head and neck surgery.
“While surgeons occasionally use local or
free tissue transfers to repair laryngeal
defects, these local or regional tissues just
‘plug holes’ or close the defects without
really restoring function because the
transferred tissues are not dynamic — they
do not move or contract. They also tend to
lose bulk and scar over time.”

Innovation Team

Halum, along with Sherry Harbin, a
professor in Purdue’s Weldon School of
Biomedical Engineering, led the innovation
team.

The innovators used a patented collagen
polymer developed by Harbin’s lab to
fabricate  the three  regenerative
replacement tissues for the laryngeal
reconstruction procedure.

“Our approach is unique in that we are
using customised engineered ftissue
replacements, with the muscle component
fabricated using the patient's own muscle
progenitor cells. We believe these

engineering approaches will provide
patients  with  better options  for
reconstruction so that total laryngectomies
become something of the past.” Sherry
Harbin, Professor, Weldon School of
Biomedical Engineering, Purdue University

Harbin and Halum believe the technology
has widespread applications for custom
fabrication  of  engineered tissue
replacements for tissue restoration in other
parts of the body. Harbin founded
GeniPhys, a Purdue start-up focused on
the commercialisation of the collagen
polymer technology.

Source: Purdue University. Journal reference:
Brookes, S., et al (2020) Laryngeal
Reconstruction Using Tissue-Engineered
Implants in Pigs: A Pilot Study. The
Laryngoscope. doi.org/10.1002/1ary.29282.

www.news-medical.net/news/
20210224 /Tissue-engineered-implants-
may-help-patients-suffering-from-vocal-
injuries-caused-by-larynx-surgery.aspx

Reviewed by Emily Henderson, B.Sc.
Feb 24 2021
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SpeakFree” HME 4

Hands Free Valve

[t's simple.

Your HME and hands
free speaking valve,
all in one.

The Blom-Singer® SpeakFree™ HME
Hands Free Valve is the first heat and
moisture exchange (HME) cartridge

with a single-use, fully integrated and
adjustable hands free valve.

Features:

* Choose your flow and go
Two simple choices for airflow resistance:
ClassicFlow® : BE 1090EZ
EasyFlow® : BE I090EF

Register on our Laryngectomy SpeakEasy Forum:
www.severnhealthcare.com/community/forum/| | -the-speakeasy/
to watch the SpeakFree™ HME video * Truly innovative

One adjustable valve with hands free
speech that adjusts from light to extra
strong, doing the work of multiple hands
free competitor devices

* Freedom of choice
Attaches to Blom-Singer® adhesive
housings or a Blom-Singer® StomaSoft®

Laryngectomy Tube.
Whatever your activity or lifestyle. A simple, disposable o Lo
hands free HME that fits with your active life
AVAILABLE ON PRESCRIPTION F—
For more information and to see our extensive range — "_—;;’7
of Blom-Singer® products, please visit our website: — o

severnhealthcare.com ¢ Telephone: 01635 887640 * Email: service@severnhealthcare.com



Motorway
Breakdown -

Advice from National
Highways

If your vehicle has a problem, or you get
into trouble on a motorway, stay calm and
try to exit at the next junction or motorway
service area. If that's not possible:

1. Put your left indicators on.

2. Move into the left lane.

3. Enter the next emergency area or hard
shoulder.

4. Putyour hazard lights on.

5. Get behind a safety barrier where there
is one — keep well away from moving
traffic.

Call National Highways on 0300 123 5000
and then a breakdown provider for help.

People who are unable to use an
emergency roadside telephone due to a
hearing, speech or physical impairment
can contfact us via text on 07380 283600
for roadside assistance.

If drivers or anyone in their vehicle is
unable to follow our breakdown advice for
any reason, they should stay in the vehicle,
keep seatbelts on and hazard warning
lights on and call 999 immediately.

Tell the 999 operator if you're disabled
and/or a vulnerable moftorist such as an
older person or travelling alone. The
emergency services can alert us, so we
can close motorway lanes and send
other help as required, such as a Traffic
Officer.

Jean Fraser
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Chesterfield Club

We are now back to our usual programme of meetings and have managed to gather
together every month up to July. After a summer break we have a busy schedule ahead,
including a presentation from representatives of Severn Healthcare in October.

As well as catching up with members news in July, there was a very valuable discussion
about new laryngectomee products from several manufacturers.

What was clear from our members experiences was that a product that worked well for
one did not guarantee that it worked for another. The problem of mucous production was
but one that saw a wide variation in individual responses. Being able to mix and match
products from the range of manufacturers has always been valuable but it does now
seem to be at risk.

Slieve Gullion Moonlit Walk

Sign-up for the ultimate night time adventure at the Slieve Gullion Moonlit Walk!

Depending on when you read this, on Friday 9 September 2022 starting at 8pm, a walk
to the summit of Slieve Gullion, County Armagh will take place (or has). From the summit,
you will be able fo stargaze over the woodland trails, stunning views across the Ring of
Gullion, Mourne Mountains, Cooley Peninsula and Armagh Drumlins!

The duration of the climb depends on the group’s pace, but on average takes 3 hours.

Get your torch ready for this must-do challenge! Minimum age is 16. Anyone under the
age of 18 must be accompanied by an adult. For more information, see:
cancerfocusni.org/event/slievegullionmoonlitwalk/#eventForm
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