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NALC ONLINE 
NALC has been working to expand its 
presence on the internet and to 
ensure our information resources are 
available digitally, as well as from 
leaflets and DVDs. 

We send information packs to over 50 hospitals, but all the leaflets can be downloaded 
from our website. Currently, each day, we have over 1,000 page views and over 50 
information leaflets and Newsletters are downloaded from the site.  

Some years ago we produced three DVDs, covering aspects of laryngectomee care, 
nursing care and safety. These can now be downloaded from our Youtube channel, 
along with some shorter videos. The addition of the new items has seen the 
streamings and downloads from the channel increase to around 30 each day. Our 
playlist also includes some interesting historical videos from other sources. These 
include how UK laryngectomees were encouraged to get a new voice 50 years ago 
and a glimpse of safety training from the Lost Chord Club, New Jersey, USA. 

We have a presence on both Twitter and Facebook, but the starting point to connect to 
us is our website: www.laryngectomy.org.uk

As you can see, there is no editorial in this 
issue of CLAN, as our Editor Ian is away on 
holiday. Instead we would like to take this 
opportunity to thank Ian for all his hard work 
over the past 38 years and 152 issues. We 
hope we have done Ian proud with this issue 
of CLAN and normal service will resume in 
June!
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We Need Your 
Help! 
From 1975 to 2014, 
NALC was entirely 
funded by 
Macmillan Cancer 
Support. Since then 
their funding has 
been phased out and since 2018 we 
have been on our own. We did well in 
generating funds last year and 
benefited from a sizeable legacy, grants 
from charitable trusts, generous 
donations from laryngectomees, their 
families and friends and also the 
companies that advertise in CLAN. We 
are not in such a strong position as we 
were a year ago, in terms of promised 
future funding, so I have to ask you not 
to forget us. 

There is plenty of evidence in this issue of 
CLAN of the extensive and unique 
support we provide to laryngectomees 
and also those that care for them. CLAN, 
our London office and our website 
provide resources that benefits the 
laryngectomee community not just in the 
UK but worldwide. But without your 
enduring financial support our work will 
not be able to continue. 
 
Shout at Cancer 
Early February saw the premiere in 
London of the film, Can You Hear My 
Voice. It was directed by the Emmy-
nominated filmmaker, Bill Brummel who 
is a laryngectomee, and produced with 
the generous support of ATOS Medical.   

The film looked at the experiences of 
members of the laryngectomy choir, 
Shout at Cancer. Several NALC 
committee members are involved with 
the choir and others attended the 
premiere. After hearing how much they 
enjoyed and were moved by the film, I 
am looking forward to seeing it, when it 
is taken around the country. 

Dr Thomas Moors deserves recognition 
for his work in forming and leading the 
choir. It provides a marvellous example 
of how life cannot just go on after a 
laryngectomy but that there are new 
experiences and achievements to be 
had. 

Malcolm Babb 

Notes from the 
President

So Frustrating!  
How frustrating is it trying to give/use an 
automatic voice recognition system as 
mentioned in a previous CLAN? So here 
are the grumblings of a miserable old-ish 
person. 

Trying to find out if I am covered with the 
travel insurance that I get free with my 
bank account (it only cost £18.00 a month 
for the package which gives me free…err 
hang on a min, perhaps I need to look at 
this more). 

It asks numerous times to input 
information:  

“Please give your full name after the 
beep.” 

My name is Trevor Hutson.  

“I’m sorry I didn’t get that; can you give 
your full name after the beep.” 

Yes, my name is Trevor Hutson. 

“Terry Hooston, is that right?” 

No its Trevor not Terry and Hutson not 
Hooston. 

Trevor Hutson (now as loud as I can 
manage because now I’m getting a bit 
arsey! 

“I’m sorry I didn’t get that can you give 
your full name after the beep.” 

Grrrr……  

Nineteen minutes later I finally got to a 
real person who said “what was the pass 
word you set up 47 years ago” (before 
they were ever needed) and have never 
ever had to use since? Or “what was the 
middle name of your milkman when you 
first got married?” Or “in 1952 there was a 
water leak outside your house, what were 
the colour of the repairman’s socks?”  
Grrrr. 
 
Alexa 
I ask Alexa (the wonder machine my 
daughter bought for me, as a joke I think) 
to play some Johnny Cash and she turns 
the bloody lights on!  

No Alexa, please play any Johnny Cash 
music recording. 

“You want to order ceiling fans”?  

No Alexa, I want you to play Johnny Cash 
music. 

“Ok, calling the police now” . 

Panic, no you stupid cow (oh dear how 
sexist, ok then no you stupid bull) play 
music, music, music.  

“Which film is it you want me to stream”? 
Aghhh. 

I talk to my computer on an expensive 
speech programme that is supposed to 
correct itself but never does and it just 
writes absolute utter gibberish and so 
sometimes (as a way of getting my own 
back) I speak gibberish to it just to see if it 
writes what I really mean (well you have 
got to try) and by the way, it doesn’t work. 

Oh dear now I am in trouble again, while 
trying to speak to Alexa I accidentally 
called her Siri and now they both have the 
hump and refuse to speak to me!  

Answer the phone to annoying constant 
sales calls with your best growly larry 
voice say, “I know who you are and where 
you live, I might come in the dead of night 
and visit you”. It really freaks them out. 

Or how about at Halloween, opening the 
door and saying to the dear little smiling 
faces, “I want to drink your blood”. They 
never call again! 

Oh the fun we larys have! 

Trevor Hutson 
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The following article appeared in the Nursing Times on 11 
November 2019. 
Wendy Robson, lead head and neck clinical nurse specialist at 
University Hospitals of North Midlands NHS Trust, shares her 
perspective on how her role supports the multidisciplinary team 
to care for patients living with head and neck cancers. 

Before, during and after treatment for head and neck cancers, the 
care pathway is complex and often overwhelming for patients. 
Without support, patients often have anxieties around cancer 
care and concerns related to employment and finances. 

The Beyond Clinical Outcomes: UK patient experience in head 
and neck cancers survey report of patients living with head and 
neck cancers focussed on how these cancers affect people and 
what they valued from cancer care. The report was funded by 
Bristol-Myers Squibb (BMS) and co-developed via a three-way 
partnership between BMS, The Swallows Head and Neck Cancer 
Patient Support Group and the Mouth Cancer Foundation – two 
charities that provide support and advice to patients living with 
head and neck cancers. 

It identified a need for an engaged multidisciplinary team to be 
involved throughout the patient pathway. Wendy Robson, head 
and neck clinical nurse specialist at University Hospitals of North 
Midlands (UHNM) agrees, stating that “we provide holistic 
support from day one regarding treatment and every other 
aspect of a patient’s life that is affected by a cancer diagnosis”. 

Ms Robson and the team at UHNM are driving best practice care 
for head and neck cancer patients that aligns to national 
guidelines, offers support throughout the care pathway and helps 
patients return to their day-to-day lives at their own pace. Ms 
Robson’s responsibilities are usually split between meetings with 
the multidisciplinary team, oncology clinics and wards.  

The team is formed of a range of specialists who work 
collaboratively and are engaged at each stage of head and neck 
cancer care: 

l    Consultant oncologists; 
l    Ear, nose and throat surgeons; 
l    Clinical nurse specialists (CNSs); 
l    Lymphoedema nurse specialists; 
l    Oral and maxillofacial surgeons; 
l    Restorative dentists; 
l    Clinical psychologists; 
l    Radiologists; 
l    Speech and language therapists; 
l    Dieticians; 
l    Histopathologists;  
l    Physiotherapists. 
 
Continuity of care 
With the CNS team helping to coordinate the multidisciplinary 
team and ensuring all members continually communicate with 
each other, they help enable the whole team to provide joined up 
care for patients from diagnosis to post-treatment care. 

The CNSs lead an allied health professional clinic, managing 
patients who are new to the clinic and those on the ward. Key 
members of the multidisciplinary team are present at the clinics, 
which ensures patients receive specialist support in a prompt and 
timely manner. The team prepares patients for care before and 

after diagnosis and 
treatment – this can 
include surgery, 
radiotherapy, or 
chemotherapy. 

The report found that 
32% of patients 
surveyed self-reported difficulties eating a balanced diet and 37% 
experienced communication challenges, highlighting the need for 
support when dealing with functional changes and physical 
disfigurement caused by treatment and surgery. 

Therefore, the CNS provides patients with a resource pack and 
coordinates pre-treatment care in collaboration with dieticians 
and speech and language therapists to ensure appointments are 
in place to support:  

l    The patient’s current standard of nutrition and whether tube 
feeding may be required; 

l    Challenges with verbal communication and functional 
changes patients may experience following treatment, such 
as issues with swallowing; 

l    The social concerns a patient may have, by referring them to 
the appropriate services for financial support and advice on 
how to return to work after receiving treatment. 

After a patient has received treatment for their cancer, they return 
to the clinic to discuss potential concerns when returning home. 
These can be clinical or non-clinical, demonstrating how central 
the CNS is to providing continuity of care for patients. 

The CNS coordinates post-treatment care by referring patients to 
the in-hospital Macmillan Cancer Support Centre and community-
based care services to help patients return to their everyday life. 
The ongoing post-treatment care provided by UHNM is vital, as 
the potential side-effects, primarily resulting from radiotherapy 
and chemotherapy, can be challenging and may take years to 
manifest and affect a patient’s quality of life.  

Going one step further, Ms Robson explained that currently at 
UHNM, patients usually attend the follow up clinic for up to five 
years. “We support them from their first day in the clinic and we 
constantly communicate as a multidisciplinary team to ensure we 
can provide continued care through each stage of cancer.” 

The CNS orchestrates additional support services for patients 
living with head and neck cancers that go beyond standard care, 
demonstrating commitment to patients. 
 
The buddy system 
At UHNM, patients are buddied with volunteer patients who have 
been through the clinic and experienced similar care. This 
support system is split between head and neck cancer, 
laryngectomy and thyroid specialties, with buddies participating 
in a Macmillan training course to be able to provide an additional 
level of support for patients whenever it’s needed. 
 
Caring for carers 
Carers are often a group that can feel less supported in the care of 
loved ones. The recent report showed only 7% of patients surveyed 
received any type of domestic carer support. Carers form a key part 
of the support network for patients with head and neck cancers 
and Ms Robson invests in building relationships with them to make 

Supporting Patients At Every Stage 
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them feel supported. The CNS team support 
carers in between consultations with the 
multidisciplinary team by hosting social 
events at UHNM that focus on the health 
and well-being of patients. 
 
Psychological support at UHNM 
Another finding from the report showed 
less than half of patients (46%) reported 
that they were offered services for 
emotional and psychological support. 
UHNM provides additional psychological 
support for patients dealing with head and 
neck cancers. CNSs undergo advanced 
communication skills and level 2 
psychological support training to be 
equipped with the vital skills to have difficult 
conversations, such as communicating a 
diagnosis or a change of treatment plan, 
as well as helping patients to overcome the 
physical disfigurement that can result from 
treatment or surgery. If a patient requires 
further support, clinical psychologists are 
available to help patients living with head 
and neck cancers throughout the care 
pathway. It’s a great example of how 
important an engaged multidisciplinary 
team is in the care of patients. 
 
Putting the patient at the centre of 
decision making 
Of the patients surveyed, 16% did not feel 
very involved in decisions made by the lead 
health professional, and this is something 
UHNM meets head on. Putting patients at 
the centre of a treatment decision is made 
more complex by the multitude of factors 
affecting a patient who has undergone, or 
is undergoing, treatment for head and neck 
cancer. As the survey demonstrates, there 
are a number of unique psychological and 
physical factors to consider alongside new 
therapeutic advances that have been 
introduced to the treatment landscape. 
From surgery through to post-treatment 
care, CNSs help to build a care pathway 
that is right for each patient given their 
everyday challenges. By providing rationale 
and advice for each treatment option, the 
patient is included in the decision-making 
process and feels engaged in their care. 

The CNS not only plays a key role in 
coordinating the multidisciplinary team, they 
also ensure that services support patients 
so they can carry on living their lives, “from 
managing referrals to speech therapists, 
dieticians and dentists, to providing support 
for carers and buddying patients up with 
other patients, we play a part in patient 
survivorship, as well as improving the 
patient experience of living with head and 
neck cancer, and beyond,” said Ms Robson. 

 

Thank you! 
NALC continues to rely on the very 
kind donations given. We would like 
to share your generosity with our 
readers. 

We would like to thank Ward 29 
Royal Victoria Hospital, Belfast for 
their fund raising of £195.00. 

Thank you to the Chinwags 
Laryngectomy Club in Kirkcaldy. We 
received a very generous donation of 
£1,000.00 from a legacy left to the 
club. 

Janet Stewart, the club’s Treasurer, 
wrote: “Our club was left a legacy by 

one of our members, Mr William 
Buchan, and we would like to donate 
this cheque in his memory. William 
was a quiet and gentle man who 
enjoyed coming to our club meetings 
and sharing with the friendship of 
other members.”

It is with extreme sadness to inform our readers that  
Tony Hudson, our Vice President, passed away on 20 February 2020.   

A full obituary will appear in the June issue of CLAN.

Supporting Cancer Patients At Every Stage 
article included in CLAN March 2020 

NALC President, Malcolm Babb, comments: 
There are plenty of sources of information describing best practice in the treatment of 
head and neck patients. They range from the 2015 document “Achieving World Class 
Outcomes”, several NICE guidelines and quality statements and the 2012 NHS document 
“Nothing About Me Without Me”. 

This article from the Nursing Times shows an excellent example of a head and neck care 
pathway, and puts the guidance above into practice. There are so many impressive 
features of the care they provide and I especially like a couple: 

l    The team provide their patients with peer support, stratified into three streams head 
and neck, laryngectomee and thyroid. These groups of patients have some similar 
needs but also some different ones. 

l    Secondly, there is an emphasis on patients being involved in decision-making about 
their care. Choice between alternative treatment options is highlighted in NICE 
guidelines and the patient view should figure highly in any such discussions. 

A recent article in the Nursing Times describes the head and neck pathway at UHNM, in 
Stoke. 



Your calendar of 
MyVoice groups 
happening in March!
Throughout the year we organise free events across 
the UK to help bring the laryngectomy community 
together.

Those who attend the meetings tell us how important 
these groups are to them – how meeting others in a 
similar situation can help improve understanding and 
create new friendships and support.

They are run by nurse specialists and/or product 
specialists. Each group is run as informally or formally 
as the group is comfortable with.

If you would like to attend an event or find out more 
about what events are happening near you, please 
contact events.uk@atosmedical.com or call 0800 783 
1659.

Tuesday 3rd March, 11am - 1pm

Ryde Castle, Esplanade, Ryde, PO33 1JA

Tuesday 3rd March, 12:30pm - 2:30pm

Best Western Garfield House Hotel, Cumbernauld 

Rd, Stepps, Glasgow, G33 6HW

Wednesday 4th March, 11am - 1pm

Coombe Abbey, Brinklow Road, Binley, 

Warwickshire, CV3 2AB

Wednesday 4th March, 1pm - 3pm

Hampton by Hilton Humberside Airport, Grimsby 

Road, Humberside Airport, Kirmington, DN39 6YH

Wednesday 4th March, 11am - 1pm

Best Western Burnley North Oaks Hotel, Colne Rd, 

Burnley, BB10 2LF

Wednesday 4th March, 11am - 1pm

Canal Court Hotel , Merchants Quay, Newry, BT35 

8HF

Thursday 5th March, 11am - 1pm

Malmaison Brighton, 11 Mermaid Walk, Brighton, 

BN2 5WA

Tuesday 10th March, 11am - 1pm

The Royal and Fortescue Hotel, Boutport St, 

Barnstaple, EX31 1HG

Tuesday 10th March, 11am - 1pm

Holiday Inn Lancaster, Waterside Park, Caton Rd, 

Lancaster, LA1 3RA

Tuesday 10th March, 11am - 1pm

Leonardo Inn Hotel Glasgow West End, Great 

Western Rd, Glasgow, G12 0XP

Wednesday 11th March, 11am - 1pm

King Power Stadium, Filbert Way, Leicester, LE2 

7FL
Wednesday 11th March, 12noon - 2pm

The Portland, The Portland Station Road, 

Ashington, NE63 8HG

Thursday 12th March, 11am - 1pm

The Sussex Exchange, Queensway, St Leonards On 

Sea,, TN38 9AG

Tuesday 17th March, 11am - 1pm

Conwy Business Centre, Junction Way, Llandudno, 

LL31 9XX

Tuesday 17th March, 11am - 1pm

Buckerell Lodge Hotel, Topsham Rd, Exeter, EX2 

4SQ

Tuesday 17th March, 11am - 1pm

Dudley Archives, The Archives Centre, Tipton Road, 

Dudley,, DY1 4SQ

Wednesday 18th March, 1pm - 3pm

Weetwood Hall, Otley Road, Leeds,, LS16 5PS

Wednesday 18th March, 11am - 1pm

Radisson Blu Hotel Belfast, The Gasworks, 3 

Cromac Pl, Belfast, BT7 2JB

Thursday 19th March, 11am - 1pm

Hartsfield Manor, Sandy Ln, Betchworth, RH3 7AA

Thursday 19th March, 11am - 1pm

Samlesbury Hall, Preston New Rd, Samlesbury, 

Preston, PR5 0UP

Thursday 19th March, 11am - 1pm

Kings Park Hotel, Mill St, Rutherglen, Glasgow, G73 

2LX

Tuesday 24th March, 11am - 1pm

Holiday Inn Express Swansea East, Llandarcy, 

Neath, Swansea, SA10 6GZ

Tuesday 24th March, 11am - 1pm

Hadleigh park, Chapel Ln, Hadleigh, Benfleet, SS7 

2PP

Wednesday 25th March, 11am - 1pm

Pontlands Park, West Hanningfield Rd, Great 

Baddow, Chelmsford, CM2 8HR

Wednesday 25th March, 1pm - 3pm

Heath Cottage Hotel, Wakefield Road,  Dewsbury, 

West Yorkshire,, WF12 8ET

Tuesday 31st March, 11am - 1pm

Theobalds Estate, Lieutenant Ellis Way, Cheshunt, 

Hertfordshire,, EN7 5HW

Tuesday 31st March, 11am - 1pm

Holiday Inn Cardiff North M4/J32, Merthyr Rd, 

Cardiff, CF15 7AD
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Head and neck cancer is considered a ‘rare’ cancer. Because the 
patient numbers are low compared to say breast or prostate 
cancer it can be difficult to gather meaningful information 
because sample sizes in surveys are too low. 

The National Cancer Patient Experience Survey has been running 
for some years and the latest included returns from almost 2000 
head and neck patients. Even so, results for individual trusts could 
not be returned due to the small sample size for each. Statistically 
significant results are only available for the whole country. 

Care is needed in comparing the experiences of patients having 
different cancer types. Differences in the care pathway, including 
preferred treatment modalities, will lead to differences in the 
response to particular questions in the survey. However some 
interesting differences are evident in the results. Looking back at 
previous surveys as well, the same differences have been seen in 
previous years. 

When asked about the time between them noticing something 
suspicious to consulting a GP, 8% of head and neck patients 
reported a delay greater than six months. 3% of breast cancer 
patients gave the same answer. 

A similar divide was seen after the visit to the GP. For 18% of head 

and neck patients it 
took three or more 
GP visits to get a 
referral to a hospital 
but just 3% of breast cancer patients needed this many. 

When asked if they were given written information about their 
cancer, in a form that was easy to understand, 50% of head and 
neck patients responded positively. The corresponding figures for 
prostate and breast cancer were 74% and 70%. 

These differences do not necessarily reflect failings in treatment 
and care; they will also result from the varying challenges of 
dealing with cancer at different tumour sites. 

For patient support and advocacy groups, the results of the 
survey are valuable in assessing priorities and from the examples 
above the need for raising awareness about head and neck 
cancer stands out. 

The NCPES provides valuable information and would reward 
deeper analysis than presented here. We do hope the NHS will 
continue to fund this work and it does not go the same way as 
the head and neck audit (DAHNO) and vanish. 

Malcolm Babb

The National Cancer Patient Experience 
Survey 
How do head and neck patients fare in comparison with 
others? 
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David Wright and his colleague, Mike, are crossword buffs and have 
created a cryptic crossword just for CLAN readers! If you’re new to 
cryptic crosswords, a few words of explanation might encourage you 
to have a go. This puzzle contains a number of words familiar to 
laryngectomees, so that might provide an extra nudge! 

Cryptic clues generally contain two elements: a definition, as in a 
‘quick’ crossword, which appears at the start or end of the clue; and 
the cryptic part, which could simply be another definition (maybe of 
an alternative meaning), but frequently it will be a sophisticated 
piece of wordplay which will test your ability to think laterally. 

Versions of the devices used in charades are common. So are 
anagrams, and ‘hiding’ the solution within one or more words 
e.g. Poetry from overseas. More complex devices can involve 
inserting one word into another, and similar manipulations. There 
should be an ‘indicator’ word to hint at the device used (e.g. ‘from’ 
in the example above). 

A final tip – when you see two words in a clue that obviously 
belong together, they just might not! 

The solution will appear in the June issue of CLAN so you’ve a few 
months to complete it! 

Welcome to the CLAN Cryptic Crossword 
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Northampton 
General becomes 
first hospital to treat 
head and neck 
cancer using Artificial 
Intelligence 
Dr Craig Knighton looks at a treatment 
plan in progress.  
Credit: Northampton General Hospital 

Radiotherapy patients at Northampton 
General Hospital are among the first in the 
UK to be benefitting from the use of 
artificial intelligence. It’s being used to 
determine the best treatment for head and 
neck cancer, a particularly complex area 
to treat due to the proximity of 
radiosensitive organs like the face, spine 
and brainstem. 

The revolutionary software, called 
'RapidPlan', learns from the last 100 
treatments at Northampton General to 
generate an individualised plan for new 
patients. 

Not only does this new way of working 
provide patients with the best possible 
treatment for their needs, but with minimal 
human interaction, it saves time. Before 
this, clinicians and medical physics staff 

would have spent time analysing scans to decide on a treatment 
that satisfies the many rules for a plan. 

“Using this new technology gives our clinicians instant access to 
the information stored in previous treatment plans, to generate 
high quality treatment plans in a reduced timeframe. This will 
allow shorter waiting times and increased numbers of patients 
treated." 
Dr Craig Knighton, Clinical Director of Oncology and Haematology 

The hospital hopes the new system, made by the company 
Varian, will help create more consistency across departments. 
Staff are also looking to create a supermodel for radiotherapy 
treatment across the country. 

(From an ITV report) 

Plymouth RHNC 
On 6 December, they held their Annual 
Laryngectomee Information Day at 
Buckfast Abbey Conference Centre, 
Buckfastleigh. The day included:  ‘Ask the 
Consultant – Q & A session’; ‘Using a self-
changing valve’; lunch and ‘Swimming 
with a laryngectomy’. 
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News from the ClubsNews from the Clubs

The Oxford Laryngectomy Club had their 
annual Christmas lunch on Sunday  
1 December. It was well supported with 
about 65 people attending, including 
laryngectomies, family, friends and past 
members. We had an excellent lunch 
provided by the Littlebury Hotel in Bicester 
where the meetings are held regularly. The 
food was excellent (not hurried and so lary 
friendly) and the company was even better 
with wine flowing while quizzes, fun and 
frolics and a raffle (that goes on forever) 
continue throughout the meal. Special 
thanks to Carol and Gordon for their hard 
work in making this such a fun event.  

 

 

 

 

 

 

 

Lary meetings are every other month on 
the first Saturday of that month. All 
laryngectomees and their partners are 
welcome. 

Chesterfield Club  
Our 2019 programme concluded with a well-attended Christmas lunch, though we 
missed the presence of our Chairman, Ray Mountain, who is the CLAN cartoonist. 

We are continuing to provide boogie 
boards to the ENT wards of the hospitals 
where our members are treated. The latest 
was the Doncaster Royal Infirmary, and we 
have strong links with their head and neck 
support group which has recently been 
established. 

We are looking forward to our usual 
programme of visiting speakers, trips and 
social events for the year ahead, to benefit 
our growing membership.

Oxford


