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GOODBYE! 
This issue of CLAN is, sadly, almost certainly the 
final one. Malcolm Babb, NALC President, explains 
the background to this in his President’s Notes on 
page 2. Just two years ago, in issue 160, we 
celebrated 40 years of CLAN with memories and 
highlights of our history.  

As I explained in that issue, it began back in 1982 
when my wife, Jan, the ENT Ward Sister at Charing 
Cross Hospital, learned that NALC wished to start 
a newsletter and put my name forward, thinking I 
would enjoy the challenge. And, naturally, she 

was right. It was quite a labour-intensive job back then, typing everything by 
hand and carefully pasting it on large layout sheets. Most of the material 
came by post and was often handwritten and not always easy to read!  

From the start, we have been very fortunate to have had Ludo Press as our 
publisher / printer. 
 
Highlights 
Highlights of those 42 years are my interview with Harold Wilson, NALC 
Patron, in issue 10 and one with Eric Blom, creator of the Blom-Singer valve, in 
issue 73. And, of course, the cartoons by Andrew Staines who became a very 
good friend. More recently, I’ve greatly enjoyed the support of Malcolm, Vivien 
and Kerry. And all those readers who’ve supplied me with articles and photos.  

So, enjoy this issue and, don’t forget, you can read previous issues of CLAN on 
the NALC website at: www.laryngectomy.org.uk/newsletter 

 

Ian Honeysett (Editor)

For any feedback on CLAN or NALC, please contact NALC, c/o The Ludo Press, 19 St Johns Drive, 
Walton-On-Thames, Surrey KT12 3NH  info@laryngectomy.org.uk  hnchelp@live.co.uk  
Website: www.laryngectomy.org.uk. Charity number: 273635  
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.

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

NALC c/o The Ludo Press Ltd,  
Unit 19 St Johns Drive 

Walton on Thames, Surrey KT12 3NH 

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

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

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

 

Signature …………….………………………………... 
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Bert Culling MBE 
Last October, like 
everyone involved with 
NALC, I was very sorry 
to learn that Bert had 
passed away. I have 
written elsewhere in this edition of CLAN 
about Bert’s massive contribution to our 
work, he was unique! 

NALC’s Future 
I regret to report that NALC is struggling to 
continue its work. With charities it is 
usually a lack of funding that poses the 
greatest threat but, in our case, it is a lack 
of personnel. Key members have passed 
away, others have had to step down 
because of health issues or other 
reasons. In past editions of CLAN we have 
shared this problem but requests for new 
blood to join us in the work have not been 
successful. Last autumn I was diagnosed 
with a new throat cancer so will not be 
able to continue in my present role. 

The Trustees, assisted by Medical 
Advisor Nimesh Patel, have been looking 
at how to resolve the current problems. 
NALC was formed in 1975 and so much 
has changed in that time in how people 
work and socialise. The COVID-19 
pandemic led to us switching to online 
meetings and then a lack of funds 
meant NALC could no longer sustain 
paid staff. All of this means the 
constitution and way of working it 
requires no longer fit current needs and 
preferences. The Trustees retain the 
belief that a national group for 
laryngectomees is essential in ensuring 
our community’s needs are met. We will 
be working to achieve this, even if it 
means starting again and setting up a 
new group. 

More news on this will be published on 
the website, www.laryngectomy.org.uk 
and any urgent concerns can be sent to 
admin@laryngectomy.org.uk  

CLAN 
Because of the uncertainty described 
above this may be the final edition of 
CLAN. I would like to thank Editor Ian 
Honeysett for his sterling work over so 
many years. CLAN has been an essential 
part of our work keeping the 
laryngectomy community informed 
about recent news and developments. 

Malcolm Babb

Notes from the 
President

In Memoriam Bert Culling MBE   
All of us at NALC were sorry to hear of the 
passing of Bert Culling, a past-President of 
NALC. 

Bert typified what every charity needs, he 
was dedicated to improving the care and 
recovery of laryngectomees and worked 
tirelessly to achieve this. 

NALC made tremendous strides under his 
leadership and I would pick out two 
highlights. Back around the millennium, 
laryngectomees frequently expressed 
concern at a lack of understanding shown 
by some clinicians of the needs and vulnerabilities of our community. Bert organised a 
survey of members and the responses were passed on to the NPSA (National Patient 
Safety Agency). The NPSA issued a briefing to all NHS staff advising of basic safety 
standards that should be met in laryngectomy care. This was long before the days of the 
National Tracheostomy Safety Project and was a ground-breaking initiative.  

Another initiative was the production of a series of videos aimed at  patients, carers and 
clinicians highlighting laryngectomee needs. These videos are still available and in 
demand on NALC’s Youtube channel. 

Without the influence of Bert and his wife Ethel, I doubt I would have become so involved 
with NALC. I travelled to many locations around the country with Bert and saw at first-
hand his energy and enthusiasm when talking to patients and clinicians. His contribution 
will not be forgotten! 

Malcolm Babb

TV and radio presenter 
Jamie Theakston has 
announced he is 
"cancer free" and will 
be returning to work 
on Monday. The 54-
year-old revealed his 
diagnosis with stage 
one laryngeal cancer 
in September, after 
listeners noticed a 
change in his voice. 

"Today is the four-
month anniversary of my cancer diagnosis," Theakston said after appearing on Heart 
Radio's Breakfast show on Friday. "I've got some news for you. Because I can tell you that 
as of today, I'm cancer free."  
 
Enormous Shock 
Theakston said his diagnosis was an "enormous shock" after initially thinking it was just 
a "sore throat". "And when I was told, 'Oh, it's probably cancer', just, literally, I just didn't 
even know what to say. I mean, it just blew my mind," he said. The presenter previously 
shared that his cancer was identified by a biopsy and the prognosis was "very positive". 

Speaking on Friday's show, he said: "So, the first surgery wasn't as successful as we 
hoped. Had a second surgery, and then a third surgery, and each time, I was doing 
more and more damage to my vocal cords. "So, in actual fact, by the third one, they said, 
'Well, look, you've got a one-in-six chance you might not be able to talk again'. And so, 
then you kind of think, 'Oh, OK, that's like rolling a dice', yeah, I'll take that." 

Theakston said his experience had been "tough, because, again, you know cancer, a 
whole family suffers". "Everyone has been so supportive. It's been unbelievable and it's 
just blown me away," he said. For full article, go to: www.bbc.co.uk/news

Jamie Theakston: ‘cancer free’ 



Partial Laryngeal Surgery for  
Advanced Laryngeal Cancer 

This paper aims to evaluate the evolution and current status of partial laryngeal surgery 
in the treatment of advanced laryngeal cancer (LC). Specifically, recent progress in the 
selection of both patients and tumours, together with surgical and rehabilitation 
innovations, have contributed to balancing oncological control with the maintenance of 
quality of life in naïve and radio-recurrent patients. The main aspect is represented by the 
recognized role of open partial horizontal laryngectomies (OPHLs) in this new era of 
laryngeal cancer treatment. 

Recent Findings 
Recent advancements highlight OPHLs’ efficacy for conservative management of 
intermediate to advanced stages of LC. Innovations such as supra-tracheal partial 
laryngectomy have expanded surgical options, offering a modular approach to complex 
cases. Improved understanding of tumour biology, enhanced imaging techniques, and 
more precise preoperative planning have led to better patient outcomes, emphasizing 
the importance of a conservative function-preserving surgical treatment. These 
advancements reflect a broader trend towards individualized treatment plans that 
prioritize both survival and quality of life. 
 
Summary 
OPHLs play an important role in current management of intermediate/advanced LC, 
effectively balancing oncological control with the preservation of laryngeal functions. 
Critical factors include meticulous patient and tumour selection, the impact of surgical 
and technological refinements on functional outcomes, and the necessity of a 
multidisciplinary approach in treatment planning. Current evidence justifies the use of 
these interventions in many intermediate T-stage laryngeal tumours, even at risk of 
upstaging on pathological examination. The oncological results, the preservation of 
laryngeal function and the laryngectomy-free survival achieved with OPHLs appear to be 
highly competitive with those of non-surgical organ-preservation protocols, aiming to 
introduce a new standard in the LC treatment. 

Erika Crosetti, Marco Fantini, Ilaria Bertotto, Andy Bertolin,  
Giulia Arrigoni, Andrea Lorenzi and Giovanni Succo 

Endoscopic work-up in narcosis: A glottic cancer involving the left vocal cord and 
determining impairment of the vocal cord motility (O^ 5 mm telescope). B Same patient: a 
slight submucosal swelling with evident tributary vessel in the left anterior subglottic area 
is noticeable. Tumor highly suspected for spreading through the cricothyroid membrane 

(70° 5 mm telescope) 

Head and Neck 
Cancer Audit 
There has been no effective head and 
neck cancer audit since the original audit, 
DAHNO, closed in 2016. NALC had an 
involvement in DAHNO from its start and 
we have strongly supported efforts to 
promote a new one because of the 
benefits it can bring in improving the 
patient care pathway. 

There are four long-established audits in 
lung, bowel, prostate and stomach 
cancer. Six new audits have produced 
their first reports and these cover kidney, 
pancreatic, ovarian, primary breast and 
metastatic breast cancers, along with non-
Hodgkins Lymphoma. Appeals for the 
introduction of an audit in head and neck 
have not succeeded to date. 

The UK Head and Neck Cancer Coalition 
has now had some success, working with 
partners, to establish a feasibility study 
which if successful would lead to a 
permanent audit funded by the NHS. NALC 
has supported this study, becoming one of 
its stakeholders. 

There are nine national datasets for cancer 
patients covering such areas as treatment 
received, waiting times and outcomes. 

The aims of the feasibility study are: 

l To assess how well national cancer 
datasets can be used for a national 
clinical audit of head and neck cancer 

l To identify areas of greatest potential for 
improvement 

l Focus on three most common sites 
(~90% of all cancers) 

l Oral cavity, oropharynx, and larynx 

Reports will be produced at regular 
intervals between August 2025 and 
August 2026. Hopefully the work will 
demonstrate the existing datasets can 
successfully produce the sort of 
information needed to justify a permanent 
head and neck audit, alongside those for 
other cancer sites. 

3
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Laryngectomy in Young Patients 
The peak incidence of laryngeal cancer is 
seen in individuals aged over 65 years, with 
very few patients under 50 years 
developing advanced laryngeal cancer 
necessitating laryngectomy. Apart from 
often delayed diagnosis, this younger 
cohort faces a unique set of challenges 
related to fertility preservation, lower 
recruitment to clinical trials, and significant 
psychological impact. In light of this, this 
case series aimed to examine the various 
characteristics of patients below the age of 
50 years undergoing total laryngectomy. 
 
Methods 
We reviewed departmental records at the 
University College Hospital London, spanning a period of 10 years, to identify patients 
who underwent total laryngectomy under the age of 50 years. 
 
Results 
The group comprised a total of nine patients over the age of 10 years: five males and four 
females. Six (66.7%) patients were smokers, and two (22.2%) had human papillomavirus 
(HPV)-16-positive disease. These patients underwent a variety of operative techniques. 
The length of postoperative inpatient stay varied greatly, ranging from five to 44 days 
(mean: 23 days). 
 
Conclusion 
There appears to be a lower prevalence of classical risk factors in our younger cohort 
undergoing total laryngectomy, as well as a reduced incidence of HPV-16 and a higher 
proportion of females. We also bring to light the significant psychological impact that 
these younger patients face and highlight the key learning point that clinicians must be 
vigilant in investigating younger patients with suspicious symptoms, even in the absence 
of obvious risk factors. Although further research is needed, this series is unique in that 
currently there are no other papers outlining laryngectomies in a patient group aged 
below 50 years. 

Alexander Muacevic and John R Adler; Leyla Ozbek, Ankit Patel,and Jonathan Hughes

Just over 20 years ago, suffering from 
persistent hoarseness, I was diagnosed 
with a stage 2 cancer of the larynx, and I 
had radiotherapy. Disappointingly, after 
eight months the cancer recurred, and I 
needed a laryngectomy. I was aware 
head and neck cancer patients are 
susceptible to further cancers, but this 
never troubled me unduly. 

I have been very lucky, my 20 years as a 
laryngectomee have been relatively 
trouble free, with no complications. 
However last year. I was aware of some 
changes, notably some problems with 
swallowing and eating. Also, over the 
years my stoma has become more 
recessed, though I hadn’t taken any notice 
of this. A barium swallow examination 
revealed a constriction causing the 
changes in swallowing. 

This turned out to fortuitous. In August, 
whilst dealing with this problem, my ENT 
consultant noticed a suspicious area in my 
throat during an examination using a 
naso-endoscope. Fortuitous because I had 
not noticed any of the classic early signs of 
a head and neck cancer. A biopsy then 
revealed that cancer was back, though at 
an early stage. 

Quite a lot has changed since my 
laryngectomy. Clinicians have more tools 
at their disposal to aid diagnosis. From 
having one option for examining the likely 
extent of the problem, a CT scan, there are 
now two more. I have had both, an MRI 
scan and a PET-CT scan. MRI scans are not 
pleasant for those of an anxious, 
claustrophobic disposition and the noise is 
disconcerting. Mine took 50 minutes but 
the experience was eased by the excellent 
awareness and consideration of the 

clinicians involved. The PET-CT scan was 
much less of a problem as it took less than 
15 minutes, after the hour waiting for the 
radioactive agent to circulate around the 
bloodstream. 

These investigations confirmed my cancer 
was at a very early stage and surgery may 
be able to get rid of it, though 
immunotherapy could also have a role to 
play. As with any head and neck cancer 
survival is not the only consideration about 
the treatment. Functional outcomes around 
swallowing and speech are so important 
for future quality of life and this an area 
which poses many questions. Will my 
earlier surgery and radiotherapy adversely 
affect these functional outcomes? In the 
next few weeks, I will have important 
decisions to make about the treatment 
path I may follow. 

I have a couple of reasons to be thankful. 
The swallowing problems I have been 

experiencing have been time-consuming 
to deal with, but had they not happened 
the cancer would not have been found. 
Also, I am being treated at a specialist 
head and neck cancer centre in which I 
have great confidence, and sadly not all 
patients can say that. 

Malcolm Babb

Atos Medical

Here we go again
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Total Laryngectomy:  
The Gold Standard 
Total laryngectomy remains the gold standard for advanced 
laryngeal cancer to which all other treatments must be compared, 
benefiting from over 150 years of technical advancements since 
first performed by Theodor Billroth in 1873. The treatment 
paradigm has evolved with advances in both nonsurgical and 
surgical laryngeal preservation. The tenets of treatment, weighing 
oncologic outcome with functional and quality of life outcomes, 
have remained the same. This article reviews the history of 
laryngectomy, progression of surgical techniques, concurrent 
advancements in vocal rehabilitation, and role of complete and 
partial laryngectomy procedures in the current era. 
 
Surgical Procedure 
Total laryngectomy (TL) is a surgical procedure that involves 
extirpation of the larynx with resultant loss of natural voice and 
separation of the respiratory and digestive tracts. The inferior 
extent of the resection extends to the upper trachea, which is then 
routed anteriorly above the supraclavicular notch to exist 
permanently as a stoma. The remaining pharynx is closed 
primarily or reconstructed with additional tissue to create a 
conduit from the tongue base to the esophagus, termed 
neopharynx. 

The ‘modern’ TL has stood the test of time to remain the gold 
standard of treatment for many advanced cancers of the larynx 
and adjacent subsites not amenable to organ preservation. It is 
also the treatment of choice in the recurrent ‘salvage’ setting 
where attempts at laryngeal preservation have failed or when the 
larynx is rendered nonfunctional. While laryngectomy is now a 
commonly accepted surgical treatment with clear indications, 
well-described risks, and favourable oncologic outcomes, the 
treatment paradigm has a storied history and continues to evolve.  

The historical timeline of laryngeal cancer treatment has seen 
early, non-oncologically-sound partial laryngectomy procedures 
replaced by radical TL, only to be followed by a more recent shift 
toward laryngeal preservation with both nonsurgical treatment 
and partial resection with refined indications. The tenets of both 
surgical and nonsurgical treatment of laryngeal cancer have 
remained constant: achieving oncologic cure, limiting treatment 
toxicities, and maximizing quality of life. 
 
Most Feared 
The impact of TL on quality of life, particularly with regard to loss of 
natural voice, stomal dependence, alterations in deglutition, 
olfactory and sinonasal dysfunction, and risk of depression and 
anxiety, has been a longstanding source of patient reticence and 
dissatisfaction. Moreover the psychosocial impact of TL on 
interpersonal relationships including diminished intimacy with 
partners, job loss, body image concerns, and social isolation are 
well described. It is perhaps no surprise that these consequences 
of TL have led to the sentiment that “total laryngectomy is widely 
recognised as one of the surgical procedures most feared by 
patients,” yet these same concerns have been a driving force in 
surgical advances and treatment paradigm shifts. 

A trend toward laryngeal preservation has been justified by 
evidence-based efficacy of advanced nonsurgical treatments, 
specifically chemotherapy and radiation therapy (RT; 
chemoradiotherapy, CRT), in many cases. Concurrent 
advancements in vocal rehabilitation, namely tracheoesophageal 

speech prosthesis, 
have mitigated 
concerns regarding 
quality of life for 
surgical candidates 
to a limited degree. 
Advances in 
oncologic and 
p h y s i o l o g i c 
understanding and 
postoperative care 
have honed 
indications for open 
partial laryngectomy 
(PL) procedures. 
Further, advances in 
medical technology 
and assisted 
surgical techniques 
such as transoral 
laser microsurgery 
(TLM) and transoral 
robotic surgery (TORS) are expanding the use of endo-laryngeal, 
larynx-preserving techniques. This article reviews the history of 
laryngectomy, vocal rehabilitation, progression of surgical 
techniques, and role of complete and partial laryngectomy 
procedures in the current era. 

Ryan N. Hellums DO, John E. Hanks MD and Kevin J. Kovatch MD 

Theodor Billroth

VOICES FROM THE PAST 
INNER PEACE  
If you can start the day without caffeine, 
If you can always be cheerful,  
ignoring aches and pains, 
If you can resist complaining and boring 
people with your troubles, 
If you can eat the same food every day 
and be grateful for it, 
If you can understand when your loved 
ones are too busy to give you any time, 
If you can take criticism and blame without resentment, 
If you can conquer tension without medical help, 
If you can relax without alcohol, 
If you can sleep without with the aid of drugs, 
Then you are probably... 
The Family Dog! 

Submitted by Revd Clifford Hughes,  
based on a poem that has been rewritten and updated many times. 

Clifford was a Scottish 
opera singer, 
headmaster, priest and, 
after a laryngectomy, an 
Honorary Fellow of the 
Royal College of Speech 
and Language 
Therapists.
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Improved Quality of Life 
New options available in the U.S. at Mayo Clinic’s campus in 
Phoenix/Scottsdale, Arizona – larynx transplant program and 3D-
printed prosthetic larynx – appear promising for improved quality 
of life for patients undergoing laryngectomy. 

Cancer is the major reason for laryngectomy, according to David 
G. Lott, M.D., an otolaryngologist leading the research into these 
surgical options and associate medical director of the Center for 
Regenerative Medicine at Mayo Clinic in Arizona. 

“Watchful waiting is not an option for these patients with 
laryngeal cancer,” says Dr Lott. “You have to remove everything.” 

Other laryngectomy indications include damage from throat 
radiation in cancer treatment and laryngeal trauma. Currently, 
10,000 people in the U.S. live with laryngectomy. 
 
Challenges with standard surgical therapeutic options 
To date, physicians have had two treatment options to offer: 
removal of part of the voice box (partial laryngectomy) or removal 
of all of the voice box (total laryngectomy). The cancer itself 
doesn’t always dictate the need for a total laryngectomy, but the 
functions of swallowing, breathing and speaking are typically 
better with a total laryngectomy. 

However, the thought of living without one’s voice box can be 
quite devastating. After laryngectomy, people have a permanent 
hole in their necks and could no longer breathe through the 
mouth and nose. Blowing the nose was out of the question, and 
swimming and showers were dangerous because of drowning 
risk. 

“What hurts most people is the inability to communicate,” says Dr 
Lott. 

One option after total laryngectomy has been electrolarynx, a 
battery-operated voice box. People who use these devices 
usually prefer to use them only when absolutely necessary, says 
Dr Lott, as they create a robot-like sound. 

The other standard therapy after laryngectomy has been 
tracheoesophageal puncture (TEP), a voice prosthesis that 
enables patients to create sounds by expiration through the 
esophagus. Though TEP helps 90% of patients speak effectively, 
the new voice can be unpleasant. People who receive prostheses 
after laryngectomy need replacements every three to six months 
and may have to contend with leakage and aspiration. 

Dr Lott’s goal is to offer improved surgical options for patients with 
damaged larynges, restoring the three major laryngeal functions: 
swallowing, breathing – especially through the nose – and 
speaking. His laboratory, which is researching the therapies, 
serves as the flagship lab for the head and neck region in Mayo 
Clinic’s Center for Regenerative Medicine. He and his team have 
two options not otherwise available in the U.S. for normalising 
laryngeal functions. 
 
Transplant option 
Mayo Clinic has taken up the mantle of laryngeal transplant, 
establishing the Larynx and Trachea Transplantation Program, a 
first-of-its-kind program approved by the United Network for 
Organ Sharing (UNOS). 

Transplant benefits are significant, allowing patients to swallow, 
taste and smell. A transplanted larynx results in a voice that may 

be a little rough, but essentially a normal voice, says Dr Lott. He 
says one of the first patients to undergo laryngeal transplant did 
well enough that he became a motivational speaker. 
 
Disadvantages 
Laryngeal transplant also presents disadvantages, such as: 

l Organ shortage is an issue. 

l Eligibility constraints impact many people who might elect 
laryngeal transplant but don’t meet eligibility criteria. For 
instance, those who’ve recently experienced cancer are 
ineligible for immunosuppression, which is crucial after 
transplant. 

l Cost may be prohibitive. Payers don’t currently cover laryngeal 
transplant, as it’s considered an elective procedure akin to a 
hand or face transplant. Beyond surgical bills, ongoing 
medication needs are costly. The clinical trial that Dr Lott’s team 
started aims to make laryngeal transplantation a covered 
procedure. 

l Lifelong immunosuppression therapy is required. Not only do 
patients who undergo laryngeal transplant have to take 
regular immunosuppressants to avoid organ rejection, but 
these medications also put patients at higher risk of infection 
and some cancers. 

 
3D-printed larynx implant option 
Mayo Clinic is the first medical centre to develop an image-
guided, 3D-printed laryngeal implant. With this implant, the 
patient needs only a partial laryngectomy – removal of part of the 
voice box. 

For many, having the implant as an option may prevent the need 
for total laryngectomy. Investigators create a replica scaffold for 
the resected part of the larynx. Then, they treat the scaffold with 
stem cells from the patient’s fat tissue plus growth factors to 
promote laryngeal tissue regrowth into the scaffold. The research 
team inserts the construct into a bioreactor for 14 days. Then the 
construct is ready for implantation. This is a National Institutes of 
Health grant-funded project. 

A tremendous advantage of implants is that they don’t require 
immunosuppression. Thus, someone who’s recently had cancer 
isn’t precluded from getting an implant. An implant is also less 
expensive and faster than a transplant. 
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Grandad with Cancer 
A grandad who was diagnosed with the same rare cancer as 
celeb Jamie Theakston has sent a message of hope to the TV 
heartthrob, saying: “You will get through it and be okay.” 

Jon Organ, 57, faced down stage four laryngeal cancer which 
attacks the voice box and was staring at a grim four-month 
prognosis. Defying the odds, Jon’s total fightback included a 
laryngectomy to remove his voice box and rounds of chemo and 
radiotherapy, which turned his fate around with an all-clear 
standing ovation. 

Now, the inspiring survivor is throwing a lifeline of positivity to 
Jamie, 53, after the presenter shared his stage one laryngeal 
cancer diagnosis today. The courageous dad-of-four even dished 
out some real talk on what Jamie might expect if treatments are in 
the cards, describing radiotherapy as a “very difficult” experience. 
 
Terrible Shock 
Jon has offered these heart-to-heart words: “The diagnosis is a 
terrible shock, but you will get over it. Radiotherapy in that area 
kills the saliva and the taste buds, you have to wear a mask and 
it's a very difficult treatment.” 

But he championed Jamie with a gritty cheer: “But you will get 
through to it now.” Jon tipped the scales of advice, stressing: “The 
best thing is to eat as much as you can and put a lot of weight on 
because you will lose weight, because you can’t swallow food 
with the radiotherapy.” 

With rock-solid assurance, he added: “You will get through it and 
you will be okay.” Touchingly, Jon has thrown open the doors of 
support, stating: “I am always there for him if he ever wanted to 
talk because it can be a lonely place because it deals with your 
voice and that’s your personality and who you are.” 
 
Hoarse Voice 
Cancer came knocking for Jon back in 2022 with a hoarse voice 
being the only red flag. Jon, a former builder from East London, 
was left gobsmacked after doctors initially dismissed his 
symptoms as side effects of an inhaler. The 56 year old hubby to 
Nicky recalled the shock: “It was like being hit by a truck, I had a 
head scan and the tumour had grown by 40% over my airways.” 

He detailed the gruelling nine-hour surgery that followed: “It had 
grown into my thyroid and into my lymph nodes so I had a nine-
hour surgery where they removed my voice box, my thyroid and 
84 lymph nodes.” Despite having no other symptoms than a 

hoarse voice, Jon was 
stunned to learn he 
was battling stage four 
cancer: “I was only 56 
when I was diagnosed 
– I had a hoarse voice 
and nothing else.” 

After enduring 
chemotherapy and 
radiotherapy, Jon 
faced a tough decision 
when surgeons said 
he needed a full 
laryngectomy or face a 
grim four-month 
prognosis: “I said no 
thank you and the 
consultant said it was 
fine and said they 
would make me 
comfortable in a 
hospice.” The reality of 
his situation hit hard: “But I only had around four months left to live 
and they said I would bleed to death.” 

With Christmas looming, Jon had just three days to decide on the 
surgery: “But last minute, I said I would have it done.” Reflecting on 
the life-altering experience, he said: “Life totally changes, it 
changes overnight.” 

Jon has bravely chronicled his battle with laryngeal cancer on his 
‘Life after Lary’ Instagram, despite the huge changes it’s brought to 
his day-to-day existence. “life is very different and very 
challenging,” says the grandad-of-11. 
 
Looking Ahead 
Looking ahead, Jon knows what comes next for Theakston might 
be hard but is necessary: “This means that the treatment process, 
although tough, probably with a course of radiotherapy and 
chemotherapy. He will have small army of medical professionals 
who will treat, manage and support him through the whole 
process. 

“From oncologist, radiologists, cancer nurse special and potential 
speech therapists if needed. Jamie was checked out early, please 
ensure if you too see the signs, then get checked out too.” 

Read the full article on the Daily Star website. 

Adam Cailler Senior reporter and  

Other methods to reconstruct a partial 
laryngectomy are not patient specific. This 
results in swallowing, breathing and voice 
results that may not be functional. Early 
findings with this new implant have shown 
promising results with excellent functional 
outcomes. 
 
Referring patients for these 
therapies 
Currently, Dr Lott and colleagues lead a 
clinical trial examining laryngeal transplant 
safety and efficacy. They are accruing 
additional patients. Patients who have not 
undergone laryngectomy and are five 

years out from cancer are eligible. Though 
criteria are more stringent currently, 
investigators plan to expand the study later 
to patients who’ve had a laryngectomy. 
The lab is preparing for a Food and Drug 
Administration-approved human clinical 
trial to evaluate efficacy of the tissue-
engineered technologies. 

Dr Lott says physicians interested in these 
options for their patients may email  
hnrm@mayo.edu or call 480-342-6611. 
 
The future dream 
Dr Lott feels encouraged about 

developments with the transplant and 
implant post-laryngectomy therapies. 
“We’ve come close to repairing functions,” 
he says. “They are night and day better in 
terms of voice than standard therapies. 
Others wouldn’t guess our patients had a 
procedure without them sharing that 
information. Socially, what we offer now 
comes a long way.” 

Dr Lott says he envisions a day when tissue 
engineering will fulfil all the needs of 
patients undergoing laryngectomy, making 
transplant unnecessary. 

Mayo Clinic Press Editors, 27 March 2024
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Shake off the excess of Christmas and 
make a fresh start to the New Year by 
taking a chilly dip at Crawfordsburn Beach. 
Join them at 12 noon on 1 January 2025 for 
an invigorating, fun-filled swim and help 
us raise much needed funds for Cancer 

Focus NI. Fancy dress is encouraged – 

there will be a prize for the best outfit! 

Tickets cost £15 and suggested minimum 

is £20. For more information call 028 9068 

0741 or email:  events@cancerfocusni.org

Cancer Focus, Northern Ireland
News from the ClubsNews from the Clubs

Speak Easy, Cornwall  
The November meeting of the Speakeasy group was held at the Cookhouse and Pub, 
Penhale Round, Fraddon (just off the A30) on Monday  4 November. 

Over recent years they have enjoyed trips to Helston Steam railway, Penlee Lifeboat, 
Radio Cornwall and, most recently to Goonhilly Earth Satellite Station. They have also had 
presentations from two of their suppliers of stoma supplies for laryngectomy and 
tracheotomy patients: Severn Healthcare and ATOS Countrywide supplies. 

In the past ATOS used to visit them on a regular basis, but during COVID-19, they 
changed their business model and now only attend occasionally. The regular meetings 
with ATOS provided a continuity for their Speakeasy group, which has been missing since 
COVID-19. The club is now keen to find out what members would like them to do now to 
fill the gaps in their meetings. They also need a new Treasurer as Jan Wilton, who has 
been extremely supportive of the group for so very many years, is finally retiring from the 
role. 

Oracle Cancer Trust: 
Glory Winter Concert 

and Reception 
Thursday, 21 November 2024  Concert 
6.15pm at St Luke’s & Christ Church, 
Chelsea, London. 

This year’s Winter Glory Concert at St Luke’s 
& Christ Church, Chelsea, promises a 
beautiful winter-themed musical 
performance, creating a space of warmth, 
reflection, and coming together. Join them 
for an evening of uplifting music, a chance 
to reconnect with fellow supporters, and 
raise vital funds for head and neck cancer 
research, awareness and support. 

2024 was a difficult year for the group. It finished, as it had 
started, with the passing away of a key member. During the year 
two other members found they were facing new or recurrent 
throat cancers, and this changed the focus of meetings  

Nonetheless, we held nine afternoon meetings during the year 
and welcomed several new members and helped others in 
different ways. Two members began involvement with their local 
hospital, assisting in staff training or helping patients. 

Our usual Christmas celebration was rather muted because the 
day before many of us had attended the funeral of member 
Richard Bland. Richard’s story illustrates why peer support groups 
are so valuable.  

He joined us at the recommendation of his SLT at Chesterfield 
Royal Hospital, some months after his surgery. He had found 
adjustment to life as a laryngectomee difficult and had lost self- 

confidence. Richard’s passion was 
football, especially supporting his 
local team, Matlock Town. He also 
followed England at home and 
abroad. A couple of our members 
had written items for CLAN in the 
past about foreign travel as a 
laryngectomee and they helped 
Richard get back to his passion, and 
he went to the World Cup in Quatar. 

Once he joined us, Richard rarely missed a meeting, usually only 
when England had a game and he was away supporting them. 
He was very keen to support other members when he could. His 
funeral saw a packed Chesterfield crematorium and his friends 
from Matlock Town enthusiastically chanting his name at the close 
of the ceremony, which moved us all. 

Chesterfield Club Report


