
 

Launching our Charity 

This newsletter is a chance to share some 
information about head and neck cancer 
with you. November is the month in which 
we are launching our charity AS a charity. We 
have a Givealittle page and we are 
distributing patient packs to Auckland MDM 
patients to alert people to our new status. 
Included in the newsletter are quotes from 
our members.  

We are here for you. 

Charity registration number: CC57595 
Private Facebook Group: https://www.facebook.com/groups/HNCSupport.Aotearoa 

Website: https://headneckcancernz.org/ 

Email: hncaotearoa@gmail.com 

World Head & Neck Cancer Day, July  2019 

Hints and tips from our group 

• Do not isolate yourself. Join a support group, take a Domain Lodge class, 
schedule social contact. 

• Get outdoors, notice nature daily, take a fifteen-minute walk. 
• Use salt and baking soda mouth rinses often. Oral 7 products and Xylimelts 

are good for dry mouth. A Waterpik is a good investment after you have 
healed but ask your doctor first. 

• Pay attention to your mental health. Take counselling. Ask for help, keep a 
gratitude diary or learn breathing and mindfulness exercises.  

• Be informed. Knowing what is happening to you can help you rise above it mentally.  
• Distraction is good. An absorbing hobby, a list of small goals.  



 

Throughout your 
journey with head 
and neck cancer there 
can be a lot of 
different services 
involved in your care 
which can be very 

confusing. Your Clinical Nurse Specialist (CNS) is there to 
navigate you through this, as well as support you 
through your diagnosis, treatment and ongoing follow 
up. Your CNS should always be your key contact person.  

Sticking with the theme of this newsletter I will give my 

own tips.  

• Always have your CNS contact details saved 
somewhere that you can find it, either on your 
mobile, taped to the fridge whatever works best 
for you. You never know when you may need us. 

• If you are developing symptoms or have concerns 
let us know! We would rather know sooner 
instead of waiting for your next hospital 
appointment.  

• Your CNS can put you in touch with local support 
groups and refer you to clinical services if required. 

2007: small painful lesion on the left side of my tongue 
finally diagnosed as SCC. Waikato Hospital, small op. 
2009: painless lesion found during routine check. 
Hemiglossectomy and neck dissection. Auckland 
Hospital. 
2014: lesion found in cheek near left bottom gum. Big 
flap surgery, neck dissection and radiotherapy.  
2020: healthy but lots of ongoing dental, eating and 
appearance issues 
 
Having recurrences like this is not common. Many 
people have a one off event but I like to think my story 
illustrates that the cancer can come back and it can be 
dealt with.  

My last treatment 
changed my life so much 
that I decided to devote 
part of it  to helping other 
people going through the 
head and neck cancer 
process.  
 
It’s very rewarding to help others and to have peer 
support when you need it.  
 

Maureen Jansen 

Secretary and Auckland Leader of  HNCSA 

 

The story of a long distance survivor 

Your Clinical Nurse Specialist is your key contact person 

While we now have a charitable trust , a website 
and are holding regular meetings in Auckland, it is 
the Facebook group that gathers most of our 
people together. We can’t give medical advice as 
such but there is a lot of other advice and empathy 
that we can give.  

Carers are hugely important to our group. Friends 

and whanau are 
drawn into the drama 
and trauma of a head 
and neck cancer 
diagnosis and they can become experts on the 
disease and helpful peer supporters.  
https://www.facebook.com/groups/

Our friendly Facebook group 

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


 

Jodie Reynolds is a  
Physiotherapy Clinician 
working in the 
Lymphoedema Service at 
Counties Manukau DHB 
and also works in 
lymphoedema private 
practice.  

Early detection and multi modality therapy have 
improved survival rates for head and neck 
cancers. However, this has meant many people 
with head and neck cancer are at risk of 
secondary complications such as lymphoedema. 
Its presence in this population is generally under 
recognised and, in most cases undertreated. 

 

Sadly, the effects of lymphoedema in the head 
and neck are not simply cosmetic – it can cause 
psychological distress and problems with 
communication, swallowing, breathing and 
movement.   

It can occur in any part of the head, neck and face 
and the swelling can be external (face and can 
include lips, nose, eyelids, ears), internal (oral 
cavity, tongue, larynx (voicebox), airway and 
throat) or both 

What is lymphoedema? 

Lymphoedema is a chronic swelling that occurs 
when lymph fluid is not moving well through the 
lymph system. It starts to build up in the tissues 
and leads to swelling. 

So what causes lymphoedema in head and neck 
cancer patients? 

Lymphoedema can happen after cancer 
treatment because parts of the lymph system 
have been removed or harmed by surgery or 
radiation 

What is not lymphoedema? 

It is normal to have swelling following your 
surgery and shortly after treatment that gets 
better on its own; this is NOT lymphoedema. The 
normal swelling from surgery often goes away, 
but if it lasts more than 6 weeks, treatment may 
be needed.  

Nerve damage, which is common after surgery 
can also give you a ‘false’ feeling of swelling. 

If flaps (type of tissue which is lifted from a donor 
site with an intact blood supply) have been used 
in reconstruction especially inside the mouth this 
can also contribute to a feeling of swelling but in 
the majority of cases it is just excess tissue and 
requires to settle and can often be debulked at a 
later stage. 

Sagging neck skin is often mistaken for 
lymphoedema as people quickly forget what 
they looked like pre-surgery. It is really helpful for 
your therapist and yourself to see pictures of 
what you looked like before your surgery. It is also 
a handy tip to take photos of your face, both front 
and side images regularly following surgery to see 
your progression or to monitor swelling. 

Lymphoedema and how to deal with it 

“Nerve damage, which is common after 

surgery can also give you a ‘false’ feeling 

of swelling.” 



 

What will a Lymphoedema therapist do? 

It will depend on your presentation but your 
therapist will provide: 

• Exercises 

• Manual Lymphatic massage 

• Teach you a Simple Lymphatic Massage 

• Provide compression if necessary 

• Advice given on skin care 

If you have swelling and have concerns please 
contact your surgeon or clinical nurse specialist 
and get a referral to your public lymphoedema 
service (if available) or go to 
www.lymphoedemanz.org.nz for a private 
lymphoedema therapist in your area.  

 

I have done hard things before, I can do hard things again. 

Denyse, Central Coast NSW 

When things are really bad, break it down into tiny blocks. I remember saying to myself, "You can get 

through the next five minutes.” 

Catherine, Waikato 

Difficult roads can lead to beautiful destinations. 

Liz, Invercargill 

Always tell your team immediately if you are worried about anything so they can help you. 

Julie, Sydney 

Don’t let your voice define you.  

Marlene, Christchurch 

And if you are into tramping... one orange track marker at a time.   

Julie, Wellington 

Each time I went under the radiation I sang a favourite song from Queen to myself: "We are the Champions."  

Bob, Invercargill 

Quotes on coping from our members 

Narelle and her husband Shane (see back page) had a 
rocky road to successful treatment for Shane. 
Sometimes the system is hard to navigate, especially 
from provincial New Zealand and coping with multiple 
DHBs. Narelle is our co-treasurer and shares what she 
has learnt from being a carer.  

As the wife of a cancer patient, I learnt to be the 
strength my husband needed - to give him a gentle push 
so that he wouldn’t fall down the deep dark hole that is 
seemingly inevitable after disfiguring head/ neck 
surgery.  I came up with a simple task, a little challenge 
or daily goals to get him up and out of bed. This was 
rewarded with whatever meal I could make using the 
basic facilities of whatever accommodation I could find- 
usually scrambled eggs or a casserole. 

My experience as the wife of a cancer patient has taught 
me many things. It has shown me a flawed system in 

which a patient is ignored and 
not heard, a system where 
finding support when you need 
it the most is exceedingly hard. 
It has shown me I have a 
strength I never knew I had or 
never knew I needed.  

One of the biggest lessons I 
have learned is that in order to 
be all that my husband needed, I needed to take care of 
myself.  

It is quite easy to forget about your needs while on this 
“adventure”, a missed meal quickly turns into two 
missed meals, a 12 hour wait in an uncomfortable 
hospital chair quickly turns into a migraine keeping you 
away when your husband needs you the most.  

Tips from a carer 

http://www.lymphoedemanz.org.nz


 

Denyse’s story 

Although our new charity is NZ based, we have 
Australian members who add immeasurable 
value to our in our Facebook group discussions.  

I was diagnosed with HNC on May 17, 2017. I live 
in New South Wales Australia on the Central 
Coast where we retired in early 2015. 

In the lead up to my eventual diagnosis of a rare 
squamous cell carcinoma in my upper gums and 
under part of top lip, it took over a year with 
many visits to my GP and dentist until in early 
2017 the gums began to grow over the bridge 
that held the top teeth in place.  

I was treated successfully in a specialist hospital 
with the top head and neck surgeon who 
remains my doctor today.  

What I found, however, in the year post diagnosis 
and following four surgeries, is that I felt alone. 
Not from a family or friend connection but from 
knowing of someone who may have understood 
my situation. I had 14 months without top teeth 
and awaited the addition of an upper prosthesis 
with great anticipation. But who could I share this 
with? I did have a blog, and I did manage to share 
via social media as I was quite an experienced 
user of both Twitter and Facebook but I still knew 
of “no-one like me”. 

Just over a year from my first major and 
reconstructive surgery in July 2017, I put my story 
out there to my local Federal MP who came to 
my house for morning tea. My surgeon is the 
chairperson of Beyond Five, now Head and Neck 
Cancer Australia, so I had some handouts and 
had always wanted to share the information. 

Once that was on my Facebook page and my 
MP’s page, a liaison nurse  for HNC patients and 
carers invited me to attend Soup for the Soul 
event held by a local Central Coast Head and Neck 
Cancer Support Group . I became not only a 
member but an enthusiastic one who also shared 
the information from Head and Neck Cancer 
Australia.  

Around the same time, Maureen Jansen saw my 
Twitter feed and invited me to become part of 
the Head and Neck Cancer Support Aotearoa 
Facebook group where I found  a great space on-
line for both sharing and caring for and about 
others. 

In 2018, I became a Community Ambassador 
with Head and Neck Cancer Australia. Part of my 
role is to use my social media expertise to share 
awareness of HNC. I have spoken at fundraising 
events and shared my story in a few different on-
line publications because I wanted to let people 
know about this cancer! It’s not about me, but 

The Loneliness Factor 



 

about me and the head and neck cancer! 

I have had a ‘rare of rare’ oral cancer as my head 
and neck surgeon tells me. I’ve I have not yet met 
another person who has had this same diagnosis. 
Some in Australia have the same surgeon as I do 
and we have made the connections so that has 

reduced some of my ‘alone’ factor. But I am never 
lonely really these days because of the nature of 
social media. I am incredibly grateful for the 
richness of experience this has added to my post-
retirement life.  

Denyse Whelan: https://www.denysewhelan.com.au/ 

Christmas is around the corner and it is often 
spent eating and drinking with friends and 
family. With any big or small celebration, it is a 
necessity to have food and drinks. Eating and 
drinking is sociable and enjoyable until 
swallowing is difficult.  

Unfortunately it is fairly common to have 
swallowing problems following head and neck 
cancer especially if the cancer involves the lip, 
mouth, tongue and throat.  

Swallowing is a sequence of domino effects of 
muscle activity and pressure changes. There are 
at least 23 muscles involved in swallowing. It’s 
like a plumbing tube with valves that open and 
close. Some of the swallowing muscles work 
simultaneously and some in sequence.  

The “valves” involved in swallowing includes the 
lip, palate (roof of mouth), epiglottis (lid of wind 
pipe), larynx (voice box), upper oesophageal 

sphincter (top of food pipe).  

All the mouth and throat muscles and valves 
must work succinctly and like clockwork. 
Swallowing is best understood by viewing the 
video (see reference below) 

Head and neck treatment involving radiation to 
the mouth or throat area or resection of any part 
of mouth, throat or food pipe, alters the process 
of swallowing. That’s when we need to try to 
find ways to get the system working in sync again 
or to find ways to compensate. 

There are ways to determine the level of the 
breakdown of swallow function. Two common 
instrumental exams are:  

1) Videofluoroscopy: Swallowing assessment 
using xray  

2) Fibreoptic Endoscopic Evaluation of 
Swallowing (FEES ): swallowing assessment 
using endoscopic camera.   

A team consisting of surgeon, dietitian and a 
speech therapist will work with the individual to 
try to get swallowing as normal and easily as 
possible.  

The speech therapist, a clinician who helps 
assess and treat swallowing problem, will work 
with the individual to determine whether 
exercise or swallow technique can help. How 
well can the tongue move? How big is the flap in 
the throat? Is there a nerve weakness? Once the 

Eating. Pleasure or frustration? 

https://www.denysewhelan.com.au/


 

clinician determines the cause of the swallowing 
problem, management and treatment of the 
swallowing problem will be personalised to the 
individual. 

Dry mouth (xerostomia) may also make it difficult 
to swallow. Xerostomia is a common side effect 
following radiation to mouth and throat. It may 
even be a side effect of some medication. 

Some ideas to manage xerostomia are: using salt 
and baking soda mouthwash which helps to 
remove the sticky saliva in the mouth, or using 
artificial saliva by “moisturising” the area. There 
are many brands of artificial saliva; in either liquid 
spray or gel form. Alternatively, coating the mouth 
with cooking oil of your choice or whatever 
cooking oil that is on trend!  

Radiation can cause swallowing problems if the 
radiation field is in the area of the mouth and 
throat.  Temporary side effects of radiation 
includes: inflammation, ulcer and swelling. Long 
term side effects of radiation include dry mouth, 
altered taste, poor (or slow) healing of tissues, 
stiffness or scarring of tissues.  

Both short term and long term effects of radiation 
may cause swallowing problems. Chemotherapy 
tends to exacerbate the side effects of radiation. 
Some people may experience nausea with 
chemotherapy. Nausea will no doubt affect a 

person’s appetite.  

 Swallowing action is a complex process. Eating 
and drinking is pleasurable when swallowing 
function is intact. Hopefully the team can help 
find ways to manage symptoms of the 
swallowing problem so that  there will still be 
some (or a lot!!!) of quality of life.  

That’s what “survivorship” is about. Thriving and 
living under the circumstances that life throws at 
us.  

Esther Ong, Speech Therapist at CMDHB 

For more info:  

Youtube: Guide to Dysphagia-3D Animations of 
swallowing 

https://www.youtube.com/watch?
v=adJHdrQ4CRM 

 

Head  & Neck Cancer Australia   
https://www.headandneckcancer.org.au/health-
and-wellbeing/speech,-voice-and-swallowing 

 

A not so modest reminder that this is our launch or relaunch after Covid took the 

power out of our first opening. We want you to know about us, to join us, donate 

a little bit to us if you can. Most of all we want you to know that you are not 

alone. Head and neck cancer can be a lonely disease and WE ARE HERE FOR you! 

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

Website: https://headneckcancernz.org/   

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

https://www.youtube.com/watch?v=adJHdrQ4CRM
https://www.youtube.com/watch?v=adJHdrQ4CRM
https://www.headandneckcancer.org.au/health-and-wellbeing/speech,-voice-and-swallowing
https://www.headandneckcancer.org.au/health-and-wellbeing/speech,-voice-and-swallowing
https://givealittle.co.nz/org/head-and-neck-cancer-support-charitable-trust
https://givealittle.co.nz/org/head-and-neck-cancer-support-charitable-trust
https://givealittle.co.nz/org/head-and-neck-cancer-support-charitable-trust


 

 

Shane is our co-treasurer and has survived a 
turbulent cancer rollercoaster. This is Part 1 of his 
story.  

An interesting term I have run into 
during my cancer journey is the 
term ‘a new normal’. I have heard 
many times that things will ‘return 
to normal’ after MOHS surgery or 
similar dermatological 
procedures. A ‘new normal’ was a 
little different. 

Things like numb patches, aches and pains, bald 
spots and bits that are missing plus the obligatory 
scars that now have to be faced and worked 
around give us the term ‘a new normal’. Basically 
it’s how your body works and feels after major 
surgery. 

My new normal has recently changed again after 
my last round of surgery. My morning starts with 
painfully stretching my left shoulder after sitting 
up on the side of the bed. Gradually with some 
basic stretching, movement returns and the pain 
slips away. I also have exercises to do for 
physiotherapy through the day that I sneakily do 
while I think no-one is watching; pinching my 
shoulder blades together and shrugs to help 
teach my shoulder muscles to hold up my left 
arm. I have even taught myself to do my exercises 
while driving. It is early days for this one and I will 
stubbornly keep using it as I always have and I 
fully expect it to come back. 

I am reminded again of my new normal as I sip 
my coffee, or slurp my coffee as I cannot control 
the left side of my mouth. Generally I try to drink 
from bottles or use straws, especially in public; 
relieving me of the embarrassing noises and 
dribbles down the side of the glass or mug. 

Thankfully I have learned that if I take small sips, 
slowly, I can have a drink, so it’s not the end of the 
world. 

Unfortunately it’s not just my mouth. I lost the 
use of the whole of the left side of my face when 
my facial nerve was removed starting behind my 
left ear. Through a very clever nerve graft I have a 
very rudimentary smile on the left side but I can’t 
raise my eyebrow or wink; even blinking took the 
addition of a gold weight to my top eyelid. One 
hangover of this is that occasionally my left eye 
‘plays up’ and gets watery and sore and I have to 
keep a handkerchief nearby to wipe away the 
tears. Occasionally a couple of eye drops will give 
temporary relief and it generally goes away 
overnight. 

My new normal has been the result of an 28 
month battle with a nasty little Baso-Squamous 
Cell Carcinoma that started in the pre-auricular 
region of the left hand side of my face. A battle 
that could have been shortened significantly if I 
was listened to at the beginning. 

For the rest of Shane’s very interesting story, see 
our website: https://headneckcancernz.org/ 

 

The New Normal 

HNCSA Charitable Trust aims to support patients 
and whanau emotionally and financially. We want 
to provide hardship grants, vouchers, subsidies and 
products.  
 
For this purpose we are looking for sponsors and 
donations big and small. Every tiny little bit helps.  

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

“Even blinking took the addition of a gold 

weight to my top eyelid.” 

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

