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Raising Awareness 

Many of us wish we had noticed 

the warning signs earlier because 

early detection is key to a good 

outcome with the fewest side 

effects. We can at least warn 

others. Here is a simple list of 

early symptoms: 

• Painless white patch or red 

patch in the mouth 

• Hoarseness or change in 

voice 

• Sore throat 

• Painless lump in the mouth 

or neck 

• Difficulty chewing, 

swallowing or breathing 

• Frequent nosebleed, 

particularly on one side of 

the nose 

• Hearing loss or ear pain, 

particularly in one ear 

• Blood in saliva or phlegm 

There is no exhaustive list but one 

very common symptom these 

days is a neck lump. In curable 

HPV-related throat cancers, a 

swollen lymph node is often the 

first sign.  
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Charity News 

It’s amazing how hot Ward 74 at 

Auckland Hospital can be, 

especially in the summer. Post-

op patients can suffer from the 

heat so we have donated over 

10 fans to the ward to take the 

edge off the discomfort.  

Petrol tokens and a mass order 

of spiral bound notebooks were 

also part of our charitable giving 

this year. We are aware of 

patients finding it hard to get 

across  Auckland for repeated 

appointments and we are 

making sure we have plenty of 

items for patient packs as the 

year goes on.  

We have extended the patient 

packs to Dunedin Hospital and 

one of our admins is gauging 

the numbers of new patients at 

other DHBs.  

Our charitable aims are to 

provide information, peer 

support, useful products, 

meetings - and to raise 

awareness.  

Covid has stopped our Domain 

Lodge meetings but we will to 

go back to normal when we get 

the green light. 

 

 

 

Auckland City Hospital’s three clinical nurse specialists with fans for Ward 74 

Our wonderful website: https://hncsa.org.nz/ 

https://hncsa.org.nz/
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The patient experience: Michael’s Story 

In February 2021 I was diagnosed with cancer in a tonsil 

and nearby lymph nodes. Mid-March I went through seven 

weeks of treatment. Almost exactly six months after my 

diagnosis, in August, I was given the “all clear”. I’m writing 

this at the end of November and would say I feel fine now, if 

not normal. 

As an intro, I’m in my mid-40s and live in Wellington with 

my wife. We both work. I think I was very lucky in that I 

didn’t have many of the outside pressures that could’ve 

made recovery so much harder: no other health problems, 

no parenting, no financial issues, living near a hospital that 

could treat me – even the pandemic didn’t really get in the 

way. 

The diagnosis 

Last November I noticed one of my lymph nodes was 

enlarged. I’d had some kind of cold and thought it was 

related, like when people say their glands are up. I didn’t 

feel sick at all, but the bulge wasn’t going away and I found 

it weird it was only one side. I went to my GP. She took me 

through all the right checks, like seeing if any other lymph 

nodes were swollen, and basically didn’t reckon it was 

cancer from those external checks. So I kept in touch and 

in January, when the lump hadn’t gone down and my GP 

had run out of things she could do herself, she said the next 

step was a referral to an Ear Nose and Throat (ENT) 

specialist. 

 A few weeks later I popped out from work to see an ENT 

at Wellington hospital. He diagnosed my cancer straight 

away. He had a scope that he put up my nose, to look at 

the inside of my throat (something the GP couldn’t do). He 

found a bigger lump on a tonsil and said he needed to take 

a biopsy of that lump right now. After he’d done the biopsy, 

he told me that he thought the lump was a tumour, but that 

the good news was it was likely of a type that was fully 

treatable. (People don’t often use the word “cure” around 

cancer, but I heard it several times in the next month or so.) 

There was nothing more to do now but to get the biopsy 

results. I asked him if he had any alternative diagnoses and 

he said something, but it was really obvious to me he was 

sure it was cancer. 

I couldn’t really say how I was feeling when I got the news, 

or even immediately after. I guess this is classic shock. 

Intellectually, I’d always known there was a chance it was 

cancer, but over the next months I’d learn a lot about 

knowing something versus experiencing it. Two different 

kettles of fish. The nurses escorted me out and told me to 

go home, not back to work, and to take care of myself. 

They asked if I would be home alone and encouraged me 

to get support. I did go home and my wife came home too. 

I think it was only another week when I got the biopsy 

result. I had a nurse who was like a case manager, who I 

could call at any time. I’d gone back to work the following 

days and had kept it quiet from everyone but my boss. I 

was at work when the nurse called me. After a bit of chat 

about going into the hospital to get my results, she said she 

was willing to tell me over the phone if I wanted that. I 

agreed. So, sitting in a little meeting room in a big office 

building, I got the confirmation that I had a tonsil cancer that 

had spread into two lymph nodes and an idea of what 

would happen next. The nurse was great, in that she gave 

me enough information about what my treatment would be 

like and emphasised that it’s the kind of cancer that could 

be fully treated. She could even give me a rough idea of 

when treatment would start. I tried going back to work for a 

while, but that was just never going to happen! I took the 

rest of the week off to process it all. 

I learnt that I’m one of many men who develop a throat 

cancer due to having the virus HPV. The doctors were 

certain about the connection, based on a specific “marker” 

in the biopsy. I’d never heard of tonsil cancer before and 

never heard of getting cancer from a virus. In general, I 

reckon I was very accepting of my situation – I never found 

myself dwelling on the “why me?” question or “if only…” 

scenarios – but when I heard about the HPV connection 

and realised my cancer was avoidable, I did feel quite 

upset. Men usually carry HPV with no symptoms, so this is 

the first I’d heard of even having it. I felt a bit ashamed 

about having the virus, but I think it’s important to write it 

down because kids can now get vaccinated against HPV. 

The vaccine is called Gardasil and it effectively stops you 

from getting the type of cancer I had. 

To read the rest of Michael’s story, go to our web page.  

https://hncsa.org.nz/michaels-story/ 

https://hncsa.org.nz/michaels-story/
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What is trismus? 

Trismus is a disorder of the jaw that reduces a 

person’s ability to open his or her mouth (mouth 

opening of <35mm). It is important to note that 

normal mouth opening varies from person to 

person.  

What causes trismus? 

Trismus can be caused by oral/oropharyngeal 

surgery, radiation, or can result from injury or 

disease. Individual risk depends on tumour site 

and treatment variables. Patients who receive 

both surgery and radiotherapy are at highest 

risk. 

How does trismus affect you? 

Trismus can affect you in many ways such as:  

Difficulty eating (modified diet may be required) 

Impaired speech intelligibility  

Tightness or pain in location of the muscles of 

mastication 

Weight loss 

Difficulty maintaining oral hygiene 

Difficulty receiving dental cares 

Inability to wear dentures 

Reduced quality of life 

Body image and intimacy  

Managing and treating trismus 

Your Speech-language therapist can recommend 

and provide training in various jaw-stretching 

exercises to increase your mouth opening and 

range of jaw movement.  

Appropriate timing and intensity of treatment 

are determined on a case by case basis. In 

general, some form of mouth opening exercise 

can be completed daily throughout treatment. 

For some people, this will be a recommended on 

a lifelong basis. Ask your doctor or therapist for 

an exercise programme suitable for you as soon 

as possible.  

Trismus may not be a problem initially during 

your treatment, but you may notice this later in 

life, especially if you have received radiotherapy. 

Regular exercise can reduce thr risk of trismus 

developing.  

With regular, effective exercises, trismus can be 

well managed, and quality of life and function 

maximised. If you are concerned regarding your 

mouth opening, a referral from your doctor or 

clinical nurse specialist can be made to a Speech-

language therapist in public or private at any 

point. 

 

 

 

 

Trismus in patients with head and neck cancer 

By Alana Brady, Kristyn Anderson and Naomi McLellan, Speech-language Therapy, ORL ADHB 

From  HNCSupport.Aotearoa:  

“My SLT has been a great help, 

she made me a wooden clothes peg 

(see above) to put in my mouth to 

stretch the muscles—a couple of 30 

second uses every few days and I 

can now eat almost normally. If I 

don't do it for more than a few days 

I can only just get my toothbrush 

between my teeth.” 
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Miscellaneous HNC issues 

One of our admins is a card maker and has made 

these 3D cards to put in our patient packs or to be 

given out with petrol vouchers. 

Our aim is to show that patients are not alone and that 

there is a community of head and neck patients out 

here to empathise and support people or just to wish 

them well on their progress through the treatments.  

Swallowing is a problem for many of us after surgery 

and my North Shore Hospital speech language 

therapist recommended this two dollar shop ball 

instead of a rolled towel to do the chin tuck exercise.  

It’s to strengthen the throat muscles and feels good. A 

really good stretch. See your SLT first! 

 

A cancer diagnosis is overwhelming but small steps 

can get you a long way on your cancer path. You feel 

better when you have a treatment plan, but treatment 

is all consuming. It might be long and healing might be 

slow or come in fits and starts.  

At first we tend to catastrophise, but cancer can be 

treated successfully and what seems impossible today 

might be a good outcome in a couple of months’ time.  

Especially during radiotherapy, it is important to take it 

one day at a time and before you know it, it will be 

over.  

This is a two day 

snapshot of our 

Facebook group 

members who were 

asked where their 

cancer started. 


