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CLAN MARCHES ON! 
Welcome to the March issue of CLAN! The first of 
three for 2024. We are delighted to have three 
pages of adverts as this, of course, brings in vital 
income for NALC – but we are still as keen as ever 
on your kind donations! We are also very pleased 
to have a full page of News from the Clubs – just 
as we used to have pre-COVID.  
 
SADLY MISSED 
We do have some sad news: Bob Wingrove, the 
very active Secretary of the Oxford Club, has sadly 

died. He will be sadly missed.  

As Malcolm says in his President’s column, many clubs seem to have gone 
very quiet post-COVID. Certainly we would love to hear from all those clubs 
who are still operating. A few clubs have websites but some of them feature 
relatively little recent news. So, please let us know: is your club up and running 
regular meetings again? What sort of things are you doing? Are you still 
meeting on zoom? If so, we’re really keen to hear from you. And to see a 
photo or two! 

 

Ian Honeysett (Editor)

For all items for Clan: 
Ian 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 0BA  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. 168: 1 June 2024

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

Business Centre, Riverside Road,  
London SW17 0BA 

o I would like to make a one off payment 
and enclose a cheque payable to NALC.  

o I would like to make a one off BACS 
payment of £ ............................  to: 

National Association of Laryngectomee 
Clubs 
Sort Code: 20-46-60 
Account No: 03376745  

o 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?   Yes o     No o 

I understand that I 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. 

Name ................................................................................... 

Address .............................................................................. 

.................................................................................................. 

.................................................................................................. 

Tel. No. …………………………......................………… 

Email  …………………………...............………………. 

 

Signature …………….………………………………... 
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Laryngectomee 
Safety 
When I meet 
laryngectomees they 
often share stories of 
their experience when 
having medical treatment outside of the 
ENT department. Sadly, some clinicians 
are unaware of our needs and 
vulnerabilities and this is not very 
reassuring for us. Some years ago, the 
National Tracheostomy Safety Project 
and NALC produced an information 
sheet to help overcome this problem. It 
was first printed in 2018 and is included 
once again in the edition. It can also be 
downloaded from the NALC website. 
Take it with you just in case! 
 
Clubs 
When I first got involved with NALC in 
2009, there were almost 100 affiliated 
clubs. The number has steadily declined 
as a result perhaps of the large 
reduction in hospitals carrying out 
laryngectomies, as surgery has been 
switched to specialist centres. COVID-19 
had a massive effect restricting 
gatherings and some groups have never 
got started again. However, it is not all 
one-way traffic. In the last few months, 
we have been contacted by several 
groups starting from scratch or reviving 
their previous activities. Online meetings, 
using Zoom for example, have a place, 
but face-to-face discussions bring a 
wider range of experiences and 
benefits. 
 
2024 
It has been a mixed start to the year. It is 
always sad to learn of the passing of 
NALC stalwarts, such as Bob Wingrove of 
Oxford, and several of my friends are 
facing serious challenges with a 
recurrence. However, the work goes on 
and my diary for the next few months is 
full enough with research meetings, 
university presentations and UK Head 
and Neck Cancer Coalition initiatives. 

I hope all our members and clubs have 
a very successful and healthy year 
ahead. 

Malcolm Babb

Notes from the 
President

Radiation-Induced Fibrosis 
We are Ben and Laura, two plastic surgeons and 
researchers working at the Charles Wolfson Centre 
for Reconstructive Surgery in London, who would like 
to tell you about, and invite you to get involved in, 
our work to better understand and treat radiation-
induced fibrosis of the head and neck. 

Radiation-induced fibrosis is a problem which many cancer survivors experience 
following treatment with radiotherapy. In the short term, radiotherapy causes pain, 
redness, and swelling (inflammation). In the long term, this inflammation can develop 
into tissue scarring, thickening, and tightening (fibrosis). Radiation-induced fibrosis 
develops progressively over several years following radiotherapy and, when it occurs in 
the head and neck, can cause several distressing symptoms including pain and 
discomfort; difficulty eating, speaking, swallowing and coughing; neck and shoulder 
stiffness; and changes to appearance. Currently, there is no established medical 
treatment for radiation-induced fibrosis. 
 
Use of Stem Cells 
Our work is looking at the use of stem cells to reduce and reverse radiation-induced 
fibrosis. The fat layer (adipose) under the skin is known to contain stem cells (adipose-
derived stem cells) which, when injected into areas affected by fibrosis, can improve both 
function and appearance. Our lead, Professor Peter Butler, has already treated many 
people with adipose-derived stem cells through a procedure called ‘fat grafting’, where 
fat is taken from the abdomen or thigh through liposuction, processed to isolate the most 
useful components, and then injected into the head and neck. Many people have 
experienced fantastic results with this treatment, however to date there has not yet been 
a sufficiently rigorous scientific study to provide the robust evidence necessary for it to be 
recommended nationally on the NHS. Our objective is to perform this study so that more 
people with radiation-induced fibrosis may receive fat grafting. 
 
Can You Help? 
We are still in the design phase of this study and would like your help to ensure that the 
study is as useful and relevant as possible to people living with radiation-induced 
fibrosis. We are going to attend the next Swallows monthly meeting to talk to you more 
about radiation-induced fibrosis, fat grafting, and our planned clinical trial. We would be 
extremely grateful to have the participation of as many of you as possible. We will also be 
sending out a 5-minute survey to gain more information on the problems that people 
experience living with radiation-induced fibrosis of the head and neck. Thank you. 

Contact me for more details: Edward Bollen 
edward.bollen.15@alumni.ucl.ac.uk

NALC STILL 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 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
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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 
to 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.

NALC has a New 
Website 

HPV Vaccination Reduces Cancer Incidence 
The connection between HPV infection and 
cervical cancer has been known for many 
years. In 2008 a vaccination programme 
for girls was introduced to try to reduce 
infection and subsequent development of 
cancer. However, HPV causes other types 
of cancer, not least head and neck cancer, 
which has seen a large increase in 
incidence in the last decade, attributed to 
HPV. NALC was a member of HPV Action, 
which campaigned to extend the vaccination programme to boys, and this was 
implemented in 2018. 

HPV is a factor in the majority of oropharyngeal cancers, but not so much in other head 
and neck cancer such as laryngeal cancer. 

Enough time has passed to look at how successful the HPV jabs have been, has the 
incidence dropped? A recent research study in Scotland has found strong evidence that 
the vaccination works very well. Data for women born between 1 January 1988 and 5 
June 1996, were extracted from the Scottish cervical cancer screening system in July 2020 
and linked to cancer registry, immunisation, and deprivation data. No cases of invasive 
cancer were recorded in women immunized at 12 or 13 years of age irrespective of the 
number of doses. If vaccinated later, more doses are needed for the same outcome. 
 
Important Questions 
These excellent findings pose some important questions. 

Is it not time for some research to find if the vaccination has had a similar effect in 
reducing head and neck cancers? 

How well is the HPV vaccination programme in schools going? What percentage of boys 
and girls are now receiving the vaccination? Since the COVID-19 pandemic, vaccinations 
of all types have been subject to negative publicity, especially in social media. 

Bob Wingrove – 
Oxford Club 
NALC was very sorry to learn that Bob 
Wingrove, Secretary of the Oxford Club, 
passed away in January. The club shared 
this tribute: 

It is with great sadness we have to 
announce the death of our Secretary, 
Robert Wingrove, known to all as ‘Bob’. He 
was so much more to the club than just 
our secretary. He was always willing to 
help and advise everyone, despite his own 
health issues, especially new 
laryngectomees that he met at the 
Churchill Hospital.Bob will be greatly 
missed by the club and all that knew him. 
Rest in Peace Bob! 

Bob made a massive contribution to the 
NALC committee, up until the arrival of 
COVID-19. The individual support he gave 
to Sir Adrian Swire was exceptional, and of 
great benefit to NALC. 

Bob faced challenging prognoses for 
many years but faced his situation with 
courage and determination. He always 
researched treatment options, feeling 
decisions should be taken by clinicians in 
partnership with the patient. 

His contribution to laryngectomee support 
will not be forgotten.

This is the catch-all term for a wide range 
of cancers, including mouth, throat, tonsil, 
tongue and laryngeal cancer, with the 
most common being mouth cancer. There 
are around 12,200 cases diagnosed in 
the UK each year, with around 8,500 of 
them being men. 

Where you live and what you do for a 
living can have a huge impact on your 
chances of getting head and neck cancer, 
with research showing the incidence 
levels of men living in the most deprived 
areas being 101 per cent higher than 
those in the least deprived regions. Diet 
can be crucial, as a lack of sufficient fruit 
and vegetables has been linked to 
around 56 per cent of oral cancer cases 
and 45 per cent of laryngeal cancer cases 
in the UK. 

Typically, persistent sore throats and a 
hoarseness or change in voice may 
indicate something untoward, while any 
lump or bump in the head or neck area 
warrants a trip to the GP. Even something 

like lasting bad breath might be a cause 
for concern, especially if you’re on top of 
your oral hygiene. By far the most 
common symptom, however, is a sore or 
mouth ulcer that doesn’t heal.  

The Telegraph,  
Health: www.telegraph.co.uk/health-

fitness/conditions/cancer/ 
most-common-male-cancers-midlife-

warning-signs-advice/ 

Head & Neck Cancer



 

        

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

A NEW prescription delivery service, from a team with 
decades of experience in working with people living with 
a neck stoma. Our solution to the issue of the avoidable 
delays seen in the supply of tracheostoma products. 

SevernDIRECT: We Understand You and Your Needs 

• Your products; no changes 
• A solution to speed up supply of your products 
• Ample stocks of all prescription items held by 

SevernDIRECT 
• Delivered directly to your door; no quibble  
• No delays caused by a middleman 
• Making your life easier 

Introducing: 



SevernDIRECT offer a free, unbiased NHS prescription 
items delivery service, dedicated to people who have 
undergone Laryngectomy and Tracheostomy surgery.  
The Benefits for You include: 

A customer care team who have a deep understanding of your 
needs, a person living with a neck stoma  
 

A prompt supply of laryngectomy or tracheostomy products 
from all manufacturers, as prescribed by your clinician, directly to 
your door 
 

A promise to contact you only when you've requested or when 
it's necessary, about supply of laryngectomy or tracheostomy 
products as prescribed by your clinician 

 

     

 

This service is launching March 2024 
If you like the sound of SevernDIRECT & would like to use this 
service and/or move away from your current provider, then please 
contact us: 

 Email:    customercare@severndirect.com 

  Phone:   0800 160 1844 

      Post:      SevernDIRECT, c/o Rapidcare, Koppa House 

 Napier Way, Crawley, RH10 9RA, United Kingdom 

A 

A 

A 
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Laryngectomy information sheet 
(for healthcare providers) 

This information sheet has been produced to help healthcare professionals who 

may not be familiar with laryngectomees. More information can be found on the 

NALC (www.laryngectomy.org.uk) or NTSP websites (www.tracheostomy.org.uk). 

 

What is a laryngectomy? 
A laryngectomy involves surgical removal of the larynx 

(voice box), usually as treatment for cancer of the larynx. 

The remaining trachea (wind pipe) is brought to the front 

of the neck as an end stoma. The mouth, nose and upper 

airways are no longer connected to the lungs. All breathing, 

ventilation and oxygen delivery can only occur via the 

stoma in the neck. Bed-head signs are available to display 

this information. 

 

Humidification & suction 
The humidification normally provided by the upper airways is lost. 

Laryngectomees need continuous artificial humidification of air or oxygen inspired 

via the neck stoma. This can be achieved using various stoma covers or protectors. 

Any oxygen administered must be humidified. Cough effort can also be reduced or 

less effective. Regular suction may be required and should always be available. 

 

 
 
Communication 
Laryngectomees have lost their ‘voice box’. Artificial speech is possible via an 
‘electolarynx’ which vibrates the neck externally, oesophageal speech (‘burping’ 
swallowed air) or via a Tracheo-oEsophageal Puncture (TEP) valve. The TEP valve 

allows expired gas to be forced into the oesophagus, facilitating 

speech. 

 

Anaesthesia 
There are no contra-indications to anaesthesia with a 

laryngectomy. For general anaesthesia, the laryngectomy stoma 

can be intubated with a tracheostomy tube, specialist 

laryngectomy tube (eg. Montadon tube shown here) or an 

endotracheal tube. Supplemental humidified oxygen via an open 

stoma can be delivered via a ‘trachy-mask.’ The TEP valve should 
be left in situ. Emergency management algorithms and further 

resources are available from NALC and NTSP. 
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When I had my surgery, I think I spent 
more time worrying about what others 
would think of me and less of what I 
thought of myself. Would I be ignored? 
Would I be able to do things I loved? Would 
I be considered ‘sick’ all the time? Would 
others deny me what I wanted to do 
because of their perception of me? Could I 
try new things? Go new places? Meet new 
people? Well, this past weekend I decided 
to finally put my fears to rest and go on a 
road trip by myself to not only meet new 
people who knew nothing about me but 
also to find a new companion to fill some 
of the lonely spots in my home. After a 
long search, a long wait, and a lot of 
excitement I set off for upstate New York to 
meet Val, a 6-month-old Newfoundland 
female who needed a second chance at a 
good life. 
 
Newfs 
Newfs have been a part of my life for over 
35 years, introduced to me by my late 
husband Larry who was totally in love with 
the breed. I had always wanted a dog of 
my own after living with family dogs: a 
Dalmatian and Cocker Spaniels, but my 
early adult life entailed a lot of travel for 
work, and I lived in a small city apartment. 
Moving to Hudson Valley and meeting 
Larry finally gave me a chance to own 
dogs. Little did I know how much dogs 
would be a part of our lives. I threw myself 
headlong into the world of Newfs, joining 
regional and national Newfoundland 
clubs, serving on boards, as committee 
chair and writing columns for newsletters 
and digital magazines. Over the years, we 
have owned dogs from local breeders, 
from the UK, and from rescue. A few 
months ago, the last of our shared dogs, 
Smokey, succumbed to a stroke and my 
heart and home were missing the shared 
routines of living with a dog. 

Yes, I had a bit more freedom to head off 
to the IAL (International Association of 
Laryngectomees) meeting without 
worrying about a dog sitter. A trip to the 
west coast to see family was likewise 
simple, but oh! the joy of waking up and 
finding a magnificent beast ready to share 
the day was missing. When I applied to 
That Newfoundland Place for a rescue 
dog, I was sure I would be rejected for 
having what most people consider to be a 
disability. Surely, they might think the fact 
that I can’t shout or speak at times would 
be a liability. Would my years of experience 
count for or against me? Amazingly, no 
one said one word about me being a 
laryngectomee other than to ask if I was 
doing well after I brought it up. My 
perception of my being a lary as a forward 
or defining aspect of my life was not what 
others thought. 35 years of dog life was 
way more compelling. 
 
Such Joy 
In the virtual home visit, I spoke clearly 
even when nervous and showed them 
around the fenced yard including a 
tempting koi pond that all our dogs have 
waded into with much glee. I talked about 
my use of hand signals and series of 
clapping clues that supplement my voice 
as needed. We talked about what I wanted 
in my next dog. For me it was a smaller 
dog, probably a female after a long time of 
larger males, and a personality suited to 
going into schools, libraries, hospitals, 
senior centres and other community 
locations to share the joy of dogs and 
provide emotional support to others.  

One day on Facebook, a photo popped up 
of Val right after she and her sister were 
pulled from a hoarding situation. She had 
such joy in her eyes and her head tilted to 
the side showing her sweetness and 
energy. She was a mess of mats and 

Being Myself

clearly not in perfect shape, but she spoke 
to my heart. I called and asked, “Can she 
be mine?” And so the process of matching 
us led to my road trip. I set off after 
teaching a class in cement leaf casting at 
my local cooperative extension 4-H site, 
and soon found myself with Val leaning on 
my leg looking up into my eyes. Clearly, I 
was bringing her home with me! After a 
night at a local hotel and dinner at the 
Bowling Alley Bistro, we made the short 
drive back to her foster home the next 
morning to leave an apple cake as a 
thank you and set off to begin our new life 
together. Keep an eye out for updates as 
she continues to settle in, grow out her 
coat, and find her perfect spots inside and 
out. As for me, I am getting more and 
more confident in just being ME. 

Brooke Elkan-Moore,  
Lary since January 2021 

Webwhispers website: webwhispers.org

One Voice 
The NELFT (NE London NHS Foundation Trust) 
Quality Improvement Team have been 
working closely together with the Adult 
Speech and Language Therapy Team on an 
innovative co-produced approach to 
explore where areas of improvement might 
be needed within the service, with the aim 
of creating a service that truly is patient led. 

During the pandemic, the team established 
the UK’s first comprehensive domiciliary 
service for people after laryngectomy. Using 
QI methodology, they were able to collect 
data demonstrating improved accessibility, 
reduced environmental impact, and high 
levels of safety and patient satisfaction. In 
2022, the decision was made to build on 
this innovation and investigate how the 
service could be further improved, 
particularly drawing on the additional 
resources available in community settings. 
The project, ‘One Voice: Bringing the hospital 
home post laryngectomy’ is becoming cited 
as a best practice example in redesigning 
the landscape of post-laryngectomy care 
locally. The project’s recent achievement of 
winning a grant to present at the Billroth 
Memorial International Laryngectomy 
conference in Amsterdam, is another 
example highlighting the project’s calibre. 
This recognition validates the team’s efforts 
and positions them as leaders in the field of 
patient led laryngectomy care. 

For more information see: www.nelft.nhs 
.uk/nelft-quality-improvement-news/one-
voice-bringing-the-hospital-home-post-
laryngectomy-best-practice-example-
10931
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Lothian Laryngectomy Group 
Members celebrated their 40th anniversary at the Edinburgh Maggies Centre in October 
2023. Guests included recently joined laryngectomees as well as friends and colleagues 
from past and present, including some original members. The committee provided a 
fabulous buffet and, of course, a celebration cake. 

News from the ClubsNews from the Clubs

We held our usual monthly meetings in 
2023, except for April (Easter) and August 
(summer break) at the Eyre Chapel, with 
COVID-19 no longer an issue. 

As well as supporting our own members 
we have responded to requests for 
assistance from Chesterfield Royal Hospital, 
the Cavendish Cancer Support Centre in 
Sheffield and various email requests. 

Representatives from Severn Healthcare 
joined us for a couple of meetings. We 
learned about new laryngectomy 
prescription items and  there were wide-
ranging helpful discussions around 
member concerns and questions posed to 
Paula Barnes, Severn’s SLT representative. 

We ended the year with our usual 
Christmas Party with a Secret Santa and a 
raffle, which raised enough money to cover 
the cost of the event! One of the lucky raffle 
prize winners can be seen in the photo. 

Since last summer, NALC has been 
supporting a research project aimed at 
improving the care of laryngectomees who 
suffer from repeated infections of the lower 
respiratory tract These can have a great 
effect on the quality of life of patients and 
sometimes they require hospitalisation. It is 
a difficult project and the researchers were 
keen to hear patient views of some 
aspects of how the study will run. At our 
February meeting we devoted some time 
to discussing the plans and recording 
individual responses to two key questions 
we were asked to answer. The outcomes 
will be passed to the researchers. 

 Sadly, we lost Rick Colley, a valued 
member for 6 years, and other members 
have faced challenging diagnoses. We 
devote time every meeting for members to 
raise their own concerns and hear the 
experiences of others. 

Oldham Quiet Ones 
The Oldham Quiet Ones is a laryngectomy 
support group for North Manchester, 
Tameside, Oldham, Rochdale and Bury. 
We were formed over 20 years ago by our 
speech therapist from North Manchester 
General Hospital Janice Lang. 

We are a registered charity (number 
273635) Associated to NALC. The National 
Association of Laryngectomee Clubs. 
Supporting laryngectomy patients and 
their companions. The group provides 
mutual understanding and reassurance, 
in an atmosphere that is welcoming and 
comfortable. Always supported by Janice 
and her team who are still heavily involved 
in the continued success of the group and 
attend every group meeting offering help 
and advice.

Chesterfield Club
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