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INSPIRING STORIES 
As I write this, the sun is shining and it really feels 
like summer is here! And this issue has some very 
inspiring stories about laryngectomees such as 
Gareth, Vic, Cora and Fred (with his bike). Good 
news too about just how effective the HPV jab has 
been in reducing the rate of Head & Neck Cancer 
especially among men. There’s also news of other 
developments including in the field of AI (which 
seems to get everywhere). 

And, in case you missed it, there’s an item on the 
second series on Channel 4 called Super 

Surgeons. It was filmed at the Royal Marsden Hospital and shows their 
pioneering work as they face some of the most complex and challenging 
oncological cases in the world. 
 
CLUB NEWS 
Other good news is that we’re now hearing from more and more clubs: 
Cornwall, Bristol, Chesterfield and Guildford. So please let us know about your 
club and how you spend the summer. And don’t forget to add a photo or two. 
So, have a great summer as you sit in your deckchair and enjoy this issue of 
CLAN! 

Ian Honeysett (Editor)
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HPV Jab –  
more good news 
In the last edition of 
CLAN in March we 
reported on research 
findings from Scotland 
about the effectiveness of the jab in 
reducing rates of cervical cancer. We 
asked the question about when we 
might learn of its effect on head and 
neck cancer. 

Now evidence has been published 
about the efficacy of the jab for head 
and neck and the rate seen amongst 
men has halved. 

Led by experts at Thomas Jefferson 
University in Philadelphia, the research 
involved 5.46 million patients, 949,000 of 
whom had the HPV vaccine between 
2006-2008. The jab reduced rates of all 
HPV-related cancers from 7.5 to 3.4 
cases per 100,000 among men, and 
from 15.8 to 11.5 cases among women. 

Analysis of data from these US patients 
found there were 2.8 cases of head and 
neck cancers per 100,000 men who had 
the jab, compared with 6.3 cases per 
100,000 among unvaccinated men. 
This is so encouraging and as take-up of 
the jab increases it benefits should be 
even more apparent. 
 
Head and Neck Cancer Audit 
There was very good news from the 
conference of the British Association of 
Head and Neck Oncologists (BAHNO) in 
May. Prof. Vin Paleri announced the 
launch of a head and neck cancer audit 
feasibility study.  

The UK Head and Neck Cancer Coalition 
is a key stakeholder in this project. 
Representing NALC in the coalition. I 
have been involved with this work since 
it was first conceived over two years ago. 
If successful there will be a permanent 
annual audit funded by the NHS. 

As we saw with original audit, DAHNO, 
the information produced will then help 
us improve the head and neck care 
pathway and outcomes for patients. 

Malcolm Babb

Notes from the 
President

Four Times as Likely 
Queimado’s research team analysed data 
of patients with laryngeal cancer who were 
treated at OU Health Stephenson Cancer 
Center, Oklahoma’s only National Cancer 
Institute-designated cancer center. Those 
who quit smoking before starting treatment 
were nearly four times as likely as smokers 
were to have a complete response to 
chemotherapy and radiation, meaning 
doctors could find no evidence of cancer. 

The research team then studied patient data for seven years following treatment. Those 
who quit smoking before treatment were half as likely as smokers to require surgery to 
remove their voice box in order to eradicate the cancer. In addition, those who quit 
smoking before treatment lived longer than those who continued to smoke. At the three-
year point following treatment, 83% of those who quit smoking were still living, vs. 66% of 
those who continued to smoke. At five years, the statistics were 79% vs. 60%, and at 
seven years, 75% vs. 56%. 

“To have such an improved quality of life for seven years is significant. In most patients, 
we treat with chemotherapy and radiation first to try to spare the voice box because it is 
so vital for speaking and swallowing. Because of those quality of life issues, the impact of 
this study is beyond what we measured,” said Queimado, who also directs the Tobacco 
Regulatory Science Lab in the TSET Health Promotion Research Center, a program of OU 
Health Stephenson Cancer Center. 
 
Longer Term Goal 
Queimado has now launched a prospective study, following the outcomes of current 
patients who quit smoking at diagnosis and those who continue to smoke. She is also 
working with her clinical colleagues to place her findings on informational cards in 
patient care areas. However, her longer-term goal is to make tobacco cessation help 
much more accessible for patients. 

“We are applying for a grant that would allow us to take tobacco cessation products and 
assistance directly to the patient rather than simply pointing them toward resources,” she 
said. “A diagnosis of cancer is overwhelming, and people’s lives are turned upside 
down, so unless services are taken to them, they are less likely to pursue them on their 
own. It is very difficult to quit smoking, but I think it will make a difference if we can 
surround the patient with the support and tools they need to quit. And if they quit during 
their treatment, maybe they will never go back to it.” 

Krutz, M., et al. (2023)

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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Living with a 
Laryngectomy 

I was 70 when my laryngectomy was 
carried out at Royal Glamorgan hospital in 
July 2017. I had a cancerous growth at the 
top of my wind-pipe, despite having given 
up smoking 40 years before. Over the last 
seven years, and radiotherapy, I have 
learned to live with all the side effects such 
as coughing frequently, difficulty eating, 
speaking, swallowing (with limited taste 
and smell), sleeping and the limitation 
these have on my daily life. Holidays have 
to be planned well in advance. I was told 
in hospital that a laryngectomy was life 
changing and it certainly was. I have 
learned to live, slowly, with all these 
limiting effects. 
 
Greatest Difficulty 
However, I find by far, the greatest difficulty 
I have to live with is the failure of my TEP. 
Over the last 12 months this has occurred 
four times. The two clinicians responsible 
for my care in Royal Glamorgan have 
been absolutely fantastic and have 
supported me to the nth degree, I could 
not exist without them. The failure of my 
TEP is now almost a paranoia for me. The 
simplest sip of tea has me worried it may 
leak and that is such a major cause of the 
loss of my quality of life. This paranoia gets 
more and more as the time since the 
change gets longer and longer. “When will 
it happen again?” A quick phone call to 
my clinicians can help to resolve this issue. 
Thank goodness. 

People do not realise how difficult living 
with a laryngectomy can be. 

Gareth Parry    

Quitting smoking 
boosts treatment 
outcomes for 
laryngeal cancer 
In a study of patients who smoked when 
they were diagnosed with laryngeal 
cancer, those who quit smoking before 
starting chemotherapy or radiation 
responded better to treatment, were less 
likely to need their voice boxes surgically 
removed, and lived significantly longer 
than those who continued to smoke. The 
research, from the University of Oklahoma, 
is published in the journal Otolaryngology-
Head and Neck Surgery. 

The study's lead author, Lurdes Queimado, 
M.D., Ph.D., said the findings underscore 
the importance of integrating tobacco 
cessation programs into treatment plans 
for cancer of the larynx, an area of the 
throat involved in breathing, swallowing 
and talking. An abundance of research 
exists showing that smokers fare worse 
with laryngeal cancer than those who 
never smoked or who quit before receiving 
a diagnosis. But Queimado narrowed her 
analysis to understand what happened to 
people who quit smoking between the 
time of their diagnosis and the start of 
treatment, typically a period of just a few 
weeks. 

“To the best of our knowledge, this is the 
first study to suggest that in newly 
diagnosed laryngeal cancer patients who 
are smokers at the time of diagnosis, 
those who quit before treatment begins 
will have a much better prognosis than 
those who continue smoking. We are 
excited about these findings because it 
gives our patients some hope. If 
chemotherapy and radiation don’t work, 
they may need to have their voice box 
removed, and that often brings stigma 
and depression. Their quality of life 
significantly decreases because they have 
a lot of difficulty swallowing and have to 
talk through a tube.” 

Lurdes Queimado, M.D., Ph.D.,  
Professor of otolaryngology-head and 
neck surgery, OU College of Medicine 

Southampton cancer 
patient returns home 
for Christmas 2023 
A cancer patient’s family say it is the “best 
present” to get him home for Christmas 
after five months in hospital. 

Vic Morrison, 77, arrived at Southampton 
General Hospital in August for a 
laryngectomy operation – the removal of 
the voice box. But, due to complications, 
his planned two-week stay was extended. 
His wife Linda praised NHS staff and said 
the family could not wait to celebrate 
Christmas together. 

Mrs Morrison said having her husband 
home was the “best present” for 
Christmas. 

The father-of-two and grandad-of-seven 
underwent two further operations and has 
had to have prolonged stays in the 
intensive care unit since the first operation. 

A spokesperson for the hospital said Mr 
Morrison had “unwavering support” from 
his wife Linda.The spokesperson added: “It 
is a day we feared we wouldn’t see as he 
was very poorly and I didn’t think he would 
be able to keep on fighting, but he proved 
us all wrong. He may have lost his voice 
but he hasn’t lost his spirit. To have Vic 
home for Christmas is the best present 
any of us could have wished for.” 

Mrs Morrison, who thanked the team in 
charge of her husband’s care, said: “They 
have all been amazing and we wouldn’t 
be here, looking forward to another 
Christmas together, without them.” 
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Artificial Intelligence and Treatment of 
Larynx Cancer 
Every year, around 2,400 people are 
diagnosed with cancer of the larynx. 
Fortunately, only a small fraction of these 
patients will need to have their larynx 
surgically removed with a laryngectomy. 
Treatment decisions after diagnosis have a 
crucial effect on progression of the disease. 

Mr Amar Rajgor is a Registrar at 
Newcastle’s Freeman Hospital and a NIHR 
Doctoral Research Fellow in Ear Nose and 
Throat Surgery. He is carrying out research 
to improve the treatment of larynx cancer. 
Artificial Intelligence is being used to 
analyse scans such as CT scans. Cutting-
edge software examines the images looking 
for patterns that cannot be seen by the naked eye and this sort of analysis of images is 
called radiomics. 

Mr Rajgor said “Radiomics can be seen as a super-powered magnifying glass for 
medical images, like CT scans. It carefully examines every tiny detail, even the ones that 
are hard to see. By doing this, it can find patterns and irregularities that cannot be seen 
by a human or might otherwise be missed.” 
 
Markers 
The analysis can reveal markers that indicate the likely progression of the disease and 
provide better indicators than the conventional ones, such as age and the stage of the 
tumour. 

Mr Rajgor added: “These developments are very exciting, as this research could play a 
big role in guiding treatment and delivering precision medicine in the future. It could 
ensure that patients get the right treatment for them, based on what their tumour looks 
like and how it behaves. I hope this will also help patients make more informed decisions 
about their treatment journey. 

"Another positive is that this method does not change the patient pathway but enhances 
it, by analysing medical images in a way that cannot be done by a human. Currently, 
much of the information from scans is not being fully utilised, but this allows us to unlock 
its full potential." 

Mr Rajgor’s work has recently been published in the Journal of Laryngology and Otology. 

With thanks to the Newcastle Chronicle

Channel 4 Super 
Surgeons Series 2 
In mid-June, Channel 4 started to show a 
second series of its progamme Super 
Surgeons. For head and neck patients 
especially, the programmes featuring 
Professor Vin Paleri in Series 1 were 
essential viewing.  

I have collaborated with Vin on many 
projects, and he is one of the leading 
head and neck clinicians in the UK. I know 
the late Tony Smith, former NALC Vice-
President, felt the same after working with 
him in the production of the NICE 
guidelines for head and neck cancer 
some years ago. 

What marked out his contribution in Series 
1 was the empathy he displayed for the 
patients and their family members, which 
was exceptional. 

If you did not catch the new programmes 
when broadcast, I strongly recommend 
viewing them with the Channel 4 app on 
your smart tv or tablet.

Announcing the publication of the sixth 
edition of the Expanded Laryngectomee 
Guide, now spanning 379 pages. This 
updated and revised edition offers 
valuable information to assist 
laryngectomees and their caregivers with 
a wide range of concerns, including 
medical, dental, and psychological issues.  

The Guide includes comprehensive details 
on head and neck cancer and its surgical 
treatments, side effects of radiation and 
chemotherapy, various speaking methods, 
and care for the airway, stoma, and voice 
prosthesis. It also addresses eating and 
swallowing challenges, and provides 

guidance on respiration, preventive 
medicine, urgent care, anesthesia, and 
traveling. Additionally, the guide offers 
helpful resources specifically for 
laryngectomees and head and neck 
cancer patients. 

The eBook is free for download  
https://bit.ly/3xvA49f 

Paperback and Kindle are available at 
www.amazon.com/dp/B0D7SHQN48

Expanded Laryngectomee Guide
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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 

 

     

 

 
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 
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A New Purpose:  
Cora Jackson-Fossett 
Cora Jackson-Fossett’s voice was a big part of her identity. As 
director of public affairs for Los Angeles’ public works department, 
she often spoke in front of the city council or a clutch of news 
cameras about important issues facing her department. She was 
the announcer at her church and a frequent emcee at community 
events.  

After leaving her job at the city, she started a new chapter as an 
editor for the Los Angeles Sentinel, a newspaper focused on the 
Black community – another job that involved using her voice, to 
interview people for stories.  

In early 2020, Cora developed an earache that she assumed was 
not serious. The timing, however, could not have been worse. She 
made an appointment with an otolaryngologist, but it was 
delayed for a few months when the COVID-19 pandemic shut 
down medical offices across California.  

By the time she was able to get in, her doctor said the problem 
with her ear was caused by a tumour in her larynx – one that he 
would not be able to remove.  
 
Surgical treatments for laryngeal cancer 
Cora’s doctor referred her to Niels C. Kokot, MD, an 
otolaryngologist with the USC Head and Neck Center, part of the 
USC Caruso Department of Otolaryngology – Head and Neck 
Surgery, which is part of Keck Medicine of USC. Dr. Kokot is an 
expert in all aspects of head and neck surgery, including treating 
cancers of the larynx and performing microvascular reconstructive 
surgery.  

“It was devastating news,” Cora says. “Dr Kokot said I needed 
surgery right away because it was already extremely dangerous 
and I could die if he didn’t operate right away.” Cora’s laryngeal 
cancer was advanced and extremely aggressive, Dr Kokot says. It 
had already spread to multiple lymph nodes and was destroying 
her voice box.  

While some people with cancer of the larynx can be treated with 
chemotherapy, radiation or a partial laryngectomy, Cora, the 
woman who used her voice so much, needed a total 
laryngectomy, which would remove her vocal cords and voice 
box.  

With about 12,300 new cases every year, laryngeal cancer is not 
exactly rare, but also not commonplace. Treating people with 
laryngeal cancer can be complex, Dr Kokot says, which is why 
laryngectomies are usually performed at academic medical 
centers like Keck Medical Center of USC. Many people need 
microvascular reconstructive surgery, a highly specialised type of 
surgery, after their tumour is removed. All require rehabilitation 
after treatment.  

After laryngectomy, people need to relearn breathing, swallowing 
and speaking. Getting patients back to living a full life requires 
tailoring their recovery and rehabilitation to their specific needs. 
“We try to be as comprehensive as possible in treating our 
patients,” Dr Kokot says, noting that the USC Head and Neck 
Center team includes not only doctors but also a speech 
pathologist, a dietitian, physical therapists and occupational 
therapists who have special training to work with people who 
have had laryngectomies.  

What is recovery like after total laryngectomy? 
In addition to a total laryngectomy, Cora had reconstructive 
surgery on her throat and several months of chemotherapy and 
radiation. Those first months after her diagnosis were extremely 
difficult for her, especially losing her voice. “It is much more 
overwhelming not to be able to talk than anyone knows,” says 
Cora, who worked with occupational therapists from Keck 
Medicine for several months after her surgery to help with 
depression and anxiety. “I was so frustrated all the time, and I felt 
really lonely.”  

Though there are a few different ways that people can 
communicate after a total laryngectomy, all of which require 
training with a speech pathologist, the most common way is to 
use a prosthesis that the surgeon places in the back of the stoma, 
the hole in the front of the neck. In her case, Cora also needed a 
physical therapist to help regain mobility in her neck and to 
manage lymphedema, a common side effect of laryngectomy 
that causes swelling of the neck and face. A speech pathologist 
guided her through her options for restoring her voice, and she 
ultimately settled on the prosthesis.  
 
Life after laryngectomy 
Cora also found that, despite strong support from her family and 
friends, she yearned to connect with people who had been 
through similar experiences. For that, Keck Medicine’s support 
group for survivors of laryngeal cancer helped her through.  

Now that she has her voice again, Cora is determined to keep 
using it and finding ways to live her life to its fullest. She is back at 
work at the LA Sentinel, continues to be involved in her church and 
volunteers with several other LA organisations. One new passion 
is spending time meeting and mentoring people who are going to 
have a laryngectomy.  

“The whole journey through losing your voice is tough emotionally, 
and a lot of people struggle,” she says. “They got me back on 
track at Keck Medicine, and now I want people to know that there 
is life after laryngectomy.”  

Hope Hamashige 
A freelance writer for Keck Medicine of USC
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The NELFT 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. 
 
Podcast Feature by The Point of Care Foundation: 
A notable milestone for the project is the release of a podcast by 
The Point of Care Foundation, featuring Patrick Onyema from the 
Quality Improvement (QI) team and Rhiannon Haag (Clinical Lead 
Speech and Language Therapist). The podcast discusses the 
team's experience with coproduction – a collaborative approach 
involving patients and healthcare professionals in decision-
making. This spotlight on coproduction sheds light on the 
importance of patient involvement in shaping the trajectory of 
healthcare projects. It also speaks to the way QI and co-
production can support staff wellbeing through increased 
autonomy and involvement in patient-centred service 
improvement. You can access the podcast here: The Humanising 
Health and Care podcast: How to use EBCD for quality 
improvement on Apple Podcasts. 
 
Contributions to Laryngectomy Position Paper 
Rhiannon Haag’s role as a co-author of the recently published 
laryngectomy position paper and head and neck cancer guidance 
by the Royal College of Speech and Language Therapists (RCSLT) 
further underscores the project’s influence. These documents, 
released a few weeks ago, encourage services to actively 
consider non-traditional service models, particularly with a view to 
supporting people as they age. Clinicians are also actively 

encouraged to pursue formal QI methods and co-design as 
approaches to developing new ways of working. 
 
RCSLT Case Study 
The Royal College of Speech and Language Therapists (RCSLT) 
have also chosen the Laryngectomy Project as a case study on 
their website, showcasing it as an innovative service model for 
other teams to emulate. This endorsement emphasises the 
significance of this work and encourages healthcare professionals 
to consider developing similar community services. 
 
Future developments 
In line with the EBCD model, the team are continuing to use QI 
methodology to redesign aspects of the service with the 
collaboration of their service users and other professionals. These 
projects are targeting improvements in the transition from hospital 
to home, supporting wellbeing and holistic care, improving 
access to primary care services, and improving access to 
communication therapy across the lifespan. So far, the projects 
have involved not only patients and their loved ones, but also SLTs 
from multiple organisations, a GP, voluntary sector 
representatives, psychology services, occupational therapy, 
community nursing, community respiratory therapy, and the 
expert patient programme. 

One Voice’s ability to engage stakeholders, employ coproduction, 
and deliver tangible benefits to patients highlights what can be 
achieved through innovative and continuous healthcare 
improvement. As other healthcare teams look to replicate its 
success, the One Voice Project’s legacy continues to shape the 
future in this service. 

If you’d like to learn more about the project, please see: Co-
Design and Co-Production in Adult Speech and Language 
Therapy | NELFT NHS Foundation Trust.

One Voice: Bringing the hospital home post laryngectomy

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 
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When I was initially diagnosed with cancer 
of the larynx I was treated with 
Radiotherapy at the Royal Berks hospital. I 
decided that once I was recovered, I 
would try climbing Mount Teide in Tenerife. 
It proved to be quite a challenge, but I did 
achieve the goal. 

Unfortunately, the cancer returned and the 
team at the Royal Berks referred me to 
Professor Winter at the Churchill in Oxford. 
Professor Winter asked what was 
important to me. Amongst other things I 
talked about my passion for cycling. He 
thought it would be worthwhile attempting 
a partial laryngectomy which, if 
successful, would enable me to return to 
cycling at a similar level to before. A full 
laryngectomy would affect the volume of 
air I could process and my diaphragm 
would be weaker so power to the legs 
would be reduced. That would particularly 
affect me going uphill. 

In the end, the radiotherapy had done so 
much damage to the tissue that the partial 
laryngectomy kept leaking. Eventually, we 
opted for a full laryngectomy. 

It took quite a while to recover from the 
surgery, I had been in and out of hospital 
for three months. When I first got on the 
bike, on my turbo trainer, the amount of 
power I could produce was pitiful. I kept 
persevering and power output gradually 
increased. Some cycling buddies 
accompanied me on my first ventures out 
on the road. It was just so good to be out 
in the fresh air riding again! 

As I got stronger, I started riding with my 
cycling club with the retired riders group. I 
could generally keep up on the flat, but 
not on the hills, I still struggle on the hills. 
We regroup at the top of a climb which 
allows stragglers to catch up. 

I had an opportunity to go to Italy on an 
organised and supported trip to climb the 
mountains which the Giro d’italia often 
climbs in northern Italy. I just love the 

m o u n t a i n s , 
nothing quite like 
it, the challenge, 
the amazing 
views, the sense 
of achievement at 
the summit and of 
course the reward 
of the descent. We 
climbed the iconic 
climbs of the 
Passo dell Stelvio 
at 2758m the 

second highest paved pass in the alps, 
the Gavia 2621m, Col Du Petit Saint 
Bernard, 2188m etc.  

It is important to recognise your limits 
when you have had a laryngectomy. The 
other riders did two big climbs a day, to 
my one. They will be riding hard but within 
themselves whilst I was at my maximum. 
That takes more recovery harder, which is 
why only did one climb a day. That was a 
very rewarding holiday.  

Since then, I have been on two trips to 
Puerto Polliensa in Majorca with my 
cycling club, Reading CC. It is quite a 
mixed ability group but there were 
enough of us so that there was a suitable 
group to ride with each day. On the flat it 
was fine, but as usual I couldn’t keep up 
on the climbs. I used to worry about 
spoiling my clubmates’ rides by them 
having to wait at the top of a climb, or 
when I have to stop to clear my stoma. In 
fact, they are very supportive and 
appreciative of the fact that I am still 
riding. 

It’s not all a bed of roses, when I’m cycling 
I find it difficult to talk, I can hear the 
chatter in the peloton which I can’t join in. 
At the lunch stop It’s not easy to talk whilst 
eating (I did have a pharyngeal pouch 
which may be the reason) and it takes 
time to recover.  

I try and live the same life as I did before 
cancer, go out socially, take part in my 
chosen sport of cycling and talk to anyone 
who wants to know about living with a 
laryngectomy. When I meet new people, I 
generally explain about my need to 
periodically clear my secretions, when 
cycling, I have to do this at the side of the 
road, so they know what to expect. It is no 
good being embarrassed about our 
disability or its side effects. We have to live 
and enjoy life to the full.                Fred Hale

Fred’s Story: A Cyclist Gets Back On The Road Tracey raises 
thousands for Cancer 
Research 
One of our Cancer Specialist Nurses and 
her son have raised an incredible £3,400 
for Cancer Research UK after completing 
the Race for Life in Nottingham – and they 
were celebrated on the day for raising the 
most money through the event. 

Tracey Noakes, a clinical nurse specialist 
who looks after patients with upper 
gastrointestinal cancers, was diagnosed 
with breast cancer a few months ago. She 
underwent surgery and radiotherapy but 
was determined to do something to help 
others. 

Ahead of the fundraiser she said; “My 
mum and my brother both died very 
prematurely from cancer and every year I 
have taken part in a Race for Life in 
memory of them. I never thought I would 
one day end up doing it for myself too, 
and so this year’s Race for Life is even 
closer to home for me and I am 
determined to give it my all.” 

And she did, completing the 10 kilometre (6.2 
mile) course in just one hour and 17 minutes, 
and raising thousands in the process. 
 
Race for Life 
Tracey says; “My son Sam suggested we 
do a Race for Life together and on Sunday 
23 June we ran the 10K along the Victoria 
Embankment in Nottingham. It was a 
beautiful setting, although exceptionally 
warm. I completed the run in 1h 17m and, 
even though it was more about finishing 
the run rather than the finishing time, I was 
happy with that given what I have just 
been through.  

“But the best thing about the whole day 
was that, out of all those people there in 
Nottingham, Sam and I raised the most 
money – an astonishing £3,400. We were 
called up to the stage and presented with 
a certificate and medal - it was pretty 
humbling and we were so proud.   

“The kindness and 
generosity of family, 
friends, colleagues 
and supporters has 
been overwhelming 
and Sam and I 
thank you all so 
much.” 

James Paget 
University Hospitals 

website
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I am Alison, a laryngectomee since 2017. Like everybody else, 
Speakeasy meetings, newsletters, activities etc all stopped 
abruptly in March 2020 with the COVID-19 lockdown. So this is my 
first Newsletter.  

Speakeasy is Cornwall’s only laryngectomy support group and is 
over 30 years old. We regrouped after COVID-19 last summer with 
the same membership and committee members. We are keen to 
move forward and, in 2024, we want to revitalise the group, 
increase our membership, meet new people and have both good 
meetings and interesting outings.  

Doug Crew, our long time Chairman, retired and I was elected as 
Chair at the AGM held in summer. Thank you, Doug, for your long 
term of service. To my surprise I was elected as the new Chair and 
am just finding my feet. I know most of you, although not 
everybody, and I will enjoy seeing existing members and making 
new friendships during 2024.  

There are 33 laryngectomees in Cornwall (mostly men) and their 
families – we are a very rare group.  

Each of us has come through major surgery and a virulent life-
changing illness – well done to us all. It’s always good to meet up 
with others who have shared difficult experiences. Just talking is 
more than helpful. When I first had my laryngectomy, I was also a 
new widow and finding life tough. Speakeasy members helped 
me come to terms with the physical changes my cancer had 
brought and also, importantly, to know I wasn’t alone. I firmly 
believe that only we, who have experienced life after throat 
cancer, know how it affects us both at the time and afterwards. 
  
Social Outing 
We went on our first Social outing since COVID-19 just before 
Christmas and it was very good, very interesting. 14 of us went by 
minibus to Goonhilly on the Lizard – Goonhilly is the largest Earth 
Satellite Station on earth. We had a private tour of Goonhilly’s 160 
acre grounds with its many space dishes, domes, antennae etc. 
Goonhilly is a multi award-winning site, a private company, which 
handles over a third of the worlds internet communication.  

It’s a world first, 
handled the moon 
landings, Live Aid, 
plus much, much 
more and continues 
being internationally 
famous. More than 
a third of the world’s 
internet travels daily 
through just one of 
the dozen dishes on 
the site! We felt 
privileged to have a 
private tour as 
Goonhilly is not 
open to the public. 
We were all 
fascinated. The 
company is closely 
involved with the 
ongoing Cornish 
and worldwide 
space industry and 
is indirectly involved 
with space missions 
all over the world, 
working with NASA 
etc. Our young 
engineer host, Jamie, was excellent. Speakeasy was joined by 
both Plymouth Larys and Swallows Neck cancer survivors. 
Everybody was very impressed and enjoyed the trip, and I have 
thanked Goonhilly management and Jamie who answered our 
many questions with knowledge and patience.  

During the three year COVID-19 break, Derriford Hospital 
Plymouth has, unfortunately, taken over all laryngectomy 
operations previously done in Cornwall. This has been planned 
for ten years by the NHS but only completed quite recently, 
which makes it difficult for us to meet new laryngectomees and 
for them to find us. Just when they need our help and 
experience most. NHS patient privacy and security are NHS 
reasons given. 
 
Open Day 
To help us get over this Fran and Claire (our Treliske speech 
therapists) organised an open day which was held in October. All 
Cornish laryngectomees and plus 1s were invited. We were 
pleased to meet some new members and hope to meet more 
during 2024. We larys are such a small group that it’s very easy to 
feel isolated. 

We are also requesting access to the ENT outpatients notice 
board to advertise upcoming meetings, outings and more. We 
intend to start using modern technology or even start our own 
small webpage (with the assistance of younger relatives.) 
Contacts with other lary groups has been re-established – 
Plymouth, Bristol and Swallows, Truro and Cornish tracheostomy 
patients (who are also neck breathers) currently are not 
represented at Treliske at all. Who knows where this will all lead 
during this New Year.  

Alison Sloper, Chair

Speakeasy Club, Cornwall
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We are the Bristol Laryngectomy Club. We 
meet on the last Friday of each month at 
Southmead Rugby Club. We also have a 
second meeting three times a year which 
is held in central Bristol for those with 
limited means of transport. 

Our Head and Neck Clinical Nurse Specialist 
and Speech and Language Therapy teams 
try to join us whenever clinical duties allow. 
We are also well supported by ATOS and 
Severn Health Care, who often join us for 
our monthly meetings. 

We have had several social events 
including bowling and a very successful 
Christmas party. Future events planned 
include a trip to the SS Great Britain, the 

Concord Museum and a boat trip on the 
Sharpness Canal.  

We are also liaising with UHBW Hospital 
trust and encouraging support for the 
proposed new Maggie Cancer Support 
Centre in Bristol. 

Two of our members have recently joined 
the National Laryngectomy Choir and would 
like to set up a local branch in Bristol. 

We are a friendly and supportive group who 
are always happy to welcome new members. 

Jenna Cordey 
Speech and Language Therapist, Head & 

Neck team  
St Michaels Hospital, University Hospitals 

Bristol & Weston NHS Foundation Trust 

Bristol Club
News from the ClubsNews from the Clubs

Second Chance Head & Neck Club Guildford 
Good to hear that things are getting started again after COVID-19 and major IT problems. 
They held a Garden Party on 30 June which was attended by the Lord High Sheriff of 
Surrey!

Chesterfield Club 
HNChelp, the Chesterfield Club, has a 
membership largely comprised of 
laryngectomees and their carers but has 
regularly welcomed other head and neck 
patients. 

We try to publicise our work as widely as 
possible so that patients and carers know 
we are there for them. We are registered 
with Macmillan and by many local groups 
and lists, including Derbyshire Voluntary 
Action, Derbyshire County Council and 
others. Patients are referred to us by the 
local hospital and sometimes by GP 
practices or cancer support centres, but 
other patients or family members contact 
us having used the internet or a local 
library to find out about us. We were 
delighted to welcome two new patient 
members to our latest meeting, one who 
has had a laryngectomy, the other 
extensive treatment for oropharyngeal 
cancer. 

Not all the patients we help attend our 
meetings. For some, their needs and 
preferences are met with a one-off face to 
face meeting or conversation via phone or 
email. 
 
Different Focus 
The focus of our meetings has changed 
recently to reflect developing 
circumstances and needs of members. 
We have increased the opportunities for 
sharing experiences and have had fewer 
guest speakers. Mental health challenges 
are getting increasing attention. One of the 
worst consequences of head and neck 
cancer are the lifelong complications 
caused by the treatment, sometimes only 
after some time. Our local cancer support 
centre only has the resources to deliver 
support for the first two years after 
diagnosis so talking to other cancer 
survivors can go some way to help. 

Sadly, another recurrent topic recently has 
been the challenge of getting NHS services 
in a timely fashion. Hearing how others 
have coped and resolved such matters is 
beneficial for all of us. 

People tell me I take mini-golf too 
seriously, but my caddy disagrees.  

Glenn Moore 
(@TheNewsAtGlenn)


