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HNCSA. Who are we and what do we do? 

HNCSA is a registered charity just finding its feet in NZ and with 

one main goal: to help fellow HNC patients and whanau. This 

goal is divided into five aims:  

Peer support 

Raising awareness 

Providing opportunities to meet 

Providing some financial aid  

Giving reliable information.  

https://headneckcancernz.org 

https://www.facebook.com/groups/HNCSupport.Aotearoa 

hncaotearoa@gmail.com 

Where to find us 

https://headneckcancernz.org/
https://www.facebook.com/groups/HNCSupport.Aotearoa/
mailto:hncaotearoa@gmail.com


 2 

Many of you have generously 

donated to our Givealittle page with 

the funds going to our new charity. 

Our charity has many goals with one 

of them being to support our fellow 

head and neck cancer patients who 

are experiencing a high level of 

financial hardship. We all know that 

any cancer can cause financial strain 

but we somehow muddle along. We have been 

made aware though that there are a number 

of patients who genuinely can not afford the 

petrol to get to treatments and follow-up 

consultations, and some even opt out of 

treatment as they can not afford to take the 

time off work.  

As a charity, we have also been raising 

awareness of support services such as our 

Facebook support group and want to continue 

to improve the experience for new 

patients.  This has been able to be achieved 

through the funds people have so kindly 

donated and here is what we have done with 

some of these funds so far: 

We have been printing bags with our logo on 

them to give new patients at their MDM so 

they can put all their info into it. We all 

remember how many pieces of paper 

flashed before our eyes in our dazed 

conditions!  

Secondly are some lip balm sticks to 

put into these packs. 

And last but not least are the 10 brand 

new blenders for people who are going 

to need to blend their food but can not 

afford to purchase this vital piece of 

equipment to aid their recovery.  Our clinical 

nurse specialist, speech and swallowing 

therapist, and dietician will collectively decide 

which of their patients has the most urgent 

need of them. 

Please feel free to share the Givealittle page 

with your friends and family so we can 

continue to expand our range of support, and 

we will keep you updated with how your 

donations are being used. Any ideas and 

suggestions that people have that could help 

our patients would be gratefully received—

and thank you all again. 

Toni Davis 

 https://givealittle.co.nz/org/head-and-

neck-cancer-support-charitable-trust 

HNCSA: our charitable giving so far, from patient packs to blenders 

• Mouth ulcer that does not heal 

• Hoarseness or change in voice 

• Sore throat 

• A swollen neck node 

• 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 

• Weight loss or fatigue 

Some warning signs of head and neck cancer 

Note: This is not an exhaustive list. Some of our members have had tooth ache for example but the mouth ulcer, neck lump 

and hoarse voice are quite common in our cohort. 

https://givealittle.co.nz/org/head-and-neck-cancer-support-charitable-trust
https://givealittle.co.nz/org/head-and-neck-cancer-support-charitable-trust
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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 is 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 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 people with head and neck cancer 

By Alana Brady, Kristyn Anderson and Naomi McLellan, Speech-language Therapy, ORL ADHB 
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BLUE = those who saw their doctor or dentist many times but they didn’t think the symptoms were 

serious, 41.9 % 

RED = the patient regarded the symptoms as insignificant, 29 % 

YELLOW = represents those who had never heard of HNC so disregarded symptoms, 16.1 % 

GREEN = misdiagnosed by specialist, 6.5 % 

ORANGE = represents a prompt diagnosis, 3.2 % 

 

TEAL = a first specialist appointment delayed by months, 3.2 % 

 Delays in Diagnosis 

It’s hard to believe we are still seeing  delays  in diagnosis, especially in HPV-related 

head and neck cancer which often manifests as a neck lump and is part of the epidemic 

of HPV-related cancers in the world today.  

 

We see two of our main roles as raising awareness and providing reliable information. 

What are the warning signs of head and neck cancer?  (See page 2) 

Here is a very informal chart from our Facebook group of people’s experience of diagnosis. 

All of us who have been diagnosed with this cancer can help prevent it in the next 

generation of patients. 
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My HNC diagnosis in 2007 came as a 

complete surprise. I'd had a so-called lichen 

planus lesion on my left lateral tongue for 

years and had seen my GP numerous times, 

my dentist, an oral surgeon and a 

dermatologist. They all believed the oral 

surgeon's pronouncement that it was an 

erosive lichen planus lesion. 

 

And when it was finally biopsied the oral 

surgeon didn't get clear margins. There 

were areas of dysplasia and carcinoma in 

situ near the edges. That is why I had a 

recurrence in the same place two years later 

and because I had moved north was treated 

in Auckland where there was a big HNC 

department. Still alive!  

 

I'm not putting other regions down. It's just 

that in 2007 in the provincial town I lived in 

there were not any dedicated HNC centres.  

Note: lichen planus is usually an annoying 

but harmless skin condition. 

Maureen Jansen 

THE PATH TO DIAGNOSIS 

January 2017 I developed severe hay fever 

resulting in sore nostrils. A small lump then 

developed at the end of my septum and right 

nostril.  

I was seen by a GP and prescribed antibiotics. 

I was put on 2 further doses of antibiotics 

during February. On Feb 15th I was taken by 

ambulance to Palmerston North Hospital 

Emergency Dept where I was seen by a nurse 

with talk of changing my antibiotics, lancing 

my "boil" and having an ENT Specialist called 

down.  

ECG, blood and urine tests were done and I 

was sent home later that day with nothing 

being done other than seeing the nurse.  

On Feb 24th I saw a Locum who was to start 

me on IV antibiotics, as arranged by my GP.  

She took one look at me and refused, instead 

telling me it was cancer and immediately 

referring me to an ENT.  

My GP had said each time that she was 

concerned it was cancer but no referral was 

made.  

On Feb 27th a biopsy was taken by the ENT 

with the result Stage 4 squamous cell 

carcinoma.  

Everything happened very quickly from that 

point. The photo was taken on 15th Feb 2017 

but the tumour was much bigger by the time I 

had the biopsy. 

Anne Howe 

Diagnosed with a boil on the nose 

Diagnosed with Lichen Planus 
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SOFT FOOD RECIPES FROM OUR MEMBERS 

Semolina or Polenta Cheese Bake 

1/2 cups semolina or polenta, 4 cups 

milk, 2 tbsp butter, salt, 3 eggs lightly 

beaten, 2 cups of cooked spinach or 

broccoli or cauli or creamed corn or 

mixed veges, 1 cup grated cheese, 2-

3 tbs parmesan cheese 1/2 tsp 

grated nutmeg (or ground).  

Method : Heat the milk and butter 

until boiling add the salt and 

semolina or polenta and stir until it 

boils - it will get thick.  

Remove from heat and quickly beat 

in the eggs, vegetables, cheeses and 

nutmeg.  

Put in a shallow casserole dish and 

bake at 200 for about 25 minutes 

until top is golden. Don't let the top 

get too crispy. This serves 4 but 

recipe is easy to halve or double and 

can easily be reheated next day too. 

Zucchini & Carrot Slice 

Grate 6 zucchini and 2 carrots  

Finely chop 2 onions  

Beat 10 eggs add 1 cup low fat tasty cheese add three quarter cup of olive oil 

Add 2 cups self -raising flour add salt and cracked pepper or spice of your choice  

Mix in a large mixing bowl – clean hands will do and is easiest.  

Bake at 180 degrees celsius for 35 to 40 minutes until cooked through.   

This is a large slice and will last ages cut up into portions. Wrap and freeze for a quick snack any-

time during the week. Add a green salad.  

I made half the quantity for 1 person and froze half of it.  

Lemon Surprise Pudding 
3 lemons 

100g/3½oz unsalted butter, softened, plus extra for 

greasing 

200g/6oz vanilla sugar or plain caster sugar 

75g/3oz plain flour 

500ml/17fl oz milk 

Preheat the oven to 180C/160C Fan/Gas 4. Butter a 2 
litre/3½ pint shallow ovenproof dish. 
Grate the zest from two of the lemons, then squeeze the 
juice of all three. 
 
Cream the butter with the sugar and lemon zest. Beat in 
the egg yolks one by one. Don't worry if the mixture cur-
dles. Next beat in the flour a spoonful at a time, alter-
nating with slurps of milk and lemon juice. 
 
Once that is all in, whisk the egg whites in a separate 
bowl until they form stiff peaks, and fold lightly into the 
lemon batter. 
 
Pour the mixture into the baking dish, then stand the 
dish in a roasting tin. Pour enough boiling water 
around the dish to come about halfway up the sides. 
 
Bake in the oven for 40–45 minutes until the pudding is 
golden brown. Serve hot or warm, with or without 
cream. 

https://www.bbc.co.uk/food/lemon
https://www.bbc.co.uk/food/butter
https://www.bbc.co.uk/food/plain_flour
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 Let’s Talk about Teeth 
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Support meetings 

February, April, June, August, October, December 

Second Wednesday of month 10.30 to 12.00 pm Domain Lodge, 1 Boyle 

Ave Grafton 

Next two meetings: 

April 14, 10.30 to 12.00pm 

June 9, 10.30 to 12 pm 

All welcome for a conversation, sharing experiences, tips and tricks, usually with some health profes-

sionals attending. Parking and tea and coffee provided. Ring 0220835199 if you have any questions. 

Online Support 

For excellent online support and information, overcome any doubts about Facebook and join our 

friendly, supportive private Facebook group.  https://www.facebook.com/groups/

HNCSupport.Aotearoa  If you have trouble finding it, search in Facebook for HNCSupport.Aotearoa 

Transitioning off the peg: recipe book 
One of our members who has struggled with swallowing is a trained chef. Yvonne has written a recipe 

book for dysphagia patients and more.  The eBook is out on Amazon and the paperback will be out 

soon. https://amzn.asia/hyWPkPB 

Yvonne’s book is called “Easy Follow, Easy Swallow” and reflects her lifelong interest in menu planning, 

food preparation and educating others. Contact us if you have difficulty accessing the book.  

https://www.facebook.com/groups/HNCSupport.Aotearoa/
https://www.facebook.com/groups/HNCSupport.Aotearoa/
https://amzn.asia/hyWPkPB

