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Introduction

So you’ve been diagnosed
Learning you have advanced bowel cancer is usually a life-changing 
moment. Some people feel that ‘everything becomes a blur’ and they 
find it difficult to take in information.

That’s normal – it’s why we’ve written this booklet. You can read it when 
you feel ready to learn more, share it with whānau and friends, and add 
notes or questions you want to ask the medical team.

It’s also worth noting that not all bowel cancer is the same and that 
everyone’s treatment, recovery and journey will be individual to them. 
Because bowel cancer can develop anywhere along the length of the 
colon, each tumour needs to be considered for where it is and the 
mutations it might have, as well as what treatments will work best. 
These are all good things to talk about with your hospital medical team 
or the colorectal nurse specialist.

In addition, you may want to check out the resources and support 
groups in this booklet (see page 39).
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First Things First 

What is advanced bowel cancer?
Advanced metastatic bowel cancer, also known as metastatic 
colorectal cancer, means the cancer has spread from the bowel to 
other parts of the body. It may also be called Secondary or Stage 4 
bowel cancer. 

Cancer cells can break away from the primary tumour in the bowel 
and travel through the bloodstream or lymphatic system, turning up 
in other organs, lymph nodes, or the peritoneum (the lining of the 
abdominal cavity). 

The most common places where metastatic bowel cancer appears 
are the liver, lungs, and peritoneum. Less frequently, it can spread 
to bones, ovaries, or the brain. Even when the cancer has spread, 
it is still considered bowel cancer.

Stage I (1)
The cancer hasn’t spread outside 
the bowel wall.

Stage II (2)
The cancer has grown into or 
through the outer layer of the 
bowel wall.

Stage III (3)
The cancer has spread to nearby 
lymph nodes.

Stage IV (4)
The cancer has spread to other 
parts of the body – often the liver 
or lungs. This is known as 
metastatic bowel cancer.

TumourKey Nodes Metastatic

Stomach

Liver

Lungs
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Diagnosis
Diagnosing advanced bowel cancer involves tests such as blood tests 
to check liver function and CEA tumour marker levels, CT scans of the 
chest and abdomen, an MRI if liver metastases are present, and possibly 
a PET scan to look for additional disease. Biopsies of distant tumours can 
confirm if they are secondary bowel cancer or a different primary cancer. 

Results are discussed by a multidisciplinary team of specialists to decide 
on the best treatment plan. This may take a little time, as teams meet, 
generally, on a weekly basis. 

Many factors need to be considered when designing your treatment 
plan. It may be a few days before your team has pulled together all the 
information and is ready to meet with you. Try not to feel that nothing 
is happening!

Consider having your tumour markers investigated as well (see the 
section on biomarkers on page 17 of this booklet).

Before your appointment 
Knowing what questions to ask and the decisions you may need to 
make can be challenging. You might want to involve loved ones in major 
decisions, as your choices can impact them too. It is also a really good 
idea to take a ‘support person’ with you to appointments and to take 
notes, as you will be given a lot of information which can be difficult 
to remember later.

Consider factors like treatment type, side effects, treatment goals, 
timelines, alternatives if initial treatment is ineffective, and other available 
options. Take time to make an informed decision in partnership with 
your medical team. Being prepared with questions can help you get the 
information you need. 

While it may feel like decisions need to be made immediately, you can ask 
for time to consider your options and make the best choices for you and 
your whānau. 
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Things to consider and questions to ask

Where is my bowel cancer, and 
how advanced is it?

Can you draw me a picture to 
help me understand?

Have you tested the tumour 
for specific mutations and 
genetics?

What are these results?

What are my treatment 
options?

If I need surgery, what kind of 
operation will it be, and how 
long would I need to be in 
hospital? How much time will 
I need off work?

What other types of treatment 
do you think I might need? 
e.g. drugs. 

If drugs (chemotherapy) are an 
option, are these drugs funded 
or unfunded?

Will I be having radiation and 
how might this affect me?

Will I need to take time off 
work? How much time?

What is the likely effect on my 
energy levels, my appetite and 
ability to perform everyday 
tasks?

How will my bowels be 
affected?

Will I need a stoma 
(e.g. colostomy bag)?

Will my treatment affect my 
ability to have children?

Are there any clinical trials 
open to me?

Are my family at increased risk 
of getting bowel cancer?

What sort of follow-up will 
there be after treatment?
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My questions & notes
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Telling others 
Who you tell about your diagnosis, and when you tell them, is a personal 
choice. If possible, start by telling supportive people who are likely to help 
rather than make things harder. And remember, not everyone needs 
to know.

Consider the needs and temperament of children, the health of parents, 
and the potential for partners to feel overwhelmed or frightened. You 
may want to inform your employer if you will need time off for treatment. 
Letting your children’s school know can also be a good idea in case they 
seem upset or act differently. 

If you would like help and support with talking to children about what is 
happening, and are looking for specific counselling for your children, you 
can find a raft of information, resources and support via Kenzie’s Gift. 
For contact details please see page 39 of this booklet.

Some people find they are able to continue to work, perhaps utilising sick 
leave and flexible arrangements. Many others find illness or treatment 
means they need to reduce hours, change duties, or take medical leave. 
You will need to decide how and when to discuss this with your employer, 
particularly if you do not have sufficient sick leave. In preparation for this 
discussion, consider reviewing your employment contract, seeing if your 
union can support, and reviewing online resources 
(e.g. employment.govt.nz). 

Be involved in your treatment 
Being informed, asking questions, and sharing your goals and 
expectations allows you to partner with your medical team for the best 
possible care. 

Take the time to ask questions to help you understand the risks, short-
term side effects, and potential long-term consequences of each 
treatment. Consider factors like tumour size and location, gene mutations, 
overall health, previous treatments, treatment response, side effects and 
your personal aims in deciding on a treatment plan. 

Your team are there to help, so tell them any concerns about symptoms 
or side effects. There is also a colorectal nurse specialist who will be able 
to help you understand new words and terms, as well as answer your 
questions.

Getting a second opinion 

It’s not unusual to seek a second opinion about your treatment 
in order to:

	■ Check all options have been explored
	■ Confirm the diagnosis
	■ Get input if you are unhappy with the recommended treatment
	■ Have another doctor to discuss treatment options with.

A second opinion doesn’t necessarily mean you will be offered different 
treatment or need to change teams or hospitals, but it can provide 
reassurance that all options were considered. 

Your current team can arrange a second opinion from a colleague at the 
same or a different hospital. Don’t hesitate to ask. 

Note that there may be a cost in getting a second opinion, depending 
on whether you’re using public or private healthcare. You might want 
to check this up front.
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Your treatment 

Can advanced bowel cancer be cured?
In most cases, it is not possible to totally eliminate a bowel cancer 
that has spread to other parts of the body (Stage 4 cancer). However, 
treatments have improved in recent years, meaning there’s a good 
chance of delaying the cancer’s progression and minimising many 
side effects. 

If there is only limited involvement in other organs like the lungs or liver, 
surgery and/or chemotherapy can prolong life and give better outcomes 
in the long term. 

There is evidence to suggest that some people diagnosed with stage 
4 bowel cancer can be disease-free after five years. Factors such as 
overall health and fitness, as well as the degree of spread, will also 
affect your chances of surviving beyond five years. So, while advanced 
bowel cancer is a serious and life-threatening disease, for some people, 
there is more hope than there may have been in the past

Every person’s experience will be different. Your medical team 
will discuss the details of your case and answer your questions 
as accurately as possible.  
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Therapies 
Treatment plans for advanced bowel cancer are individual to you and 
can change quickly as new information comes to light. 

The type of treatment depends on your specific circumstances, including 
the size and number of tumours, health of the affected organ(s), cancer 
location and spread, presence of gene mutations, overall health and 
fitness, previous treatments, response to treatments like chemotherapy, 
side effects, and your own personal goals. 

Treatment may aim to remove tumours, shrink them to decrease 
discomfort, control the cancer and slow its growth, or to manage 
symptoms. 

As always, discuss the goals of your treatment plan with your 
medical team.

Chemotherapy
There are a number of well-established chemotherapy drugs which most 
patients with metastatic bowel cancer will be recommended. 

The workhorse of bowel cancer chemotherapy is fluorouracil (5FU), 
usually given with folinic acid (leucovorin) to increase efficacy. The 
two are often used with oxaliplatin (FOLFOX), irinotecan (FOLFIRI), or 
both (FOLFOXIRI). Oxaliplatin is often discontinued after a number of 
treatments, to avoid worsening nerve damage in the hands or feet. 

Patients usually have a small procedure before their first treatment, so the 
treatment can be delivered to a large vein. This could be a peripherally 
inserted central catheter (PICC), or a portacath which sits under the skin 
on the chest. 

Treatment is usually delivered over the course of a few hours at the clinic. 
Patients on a several-day treatment of fluorouracil will be given a ‘pump’ 
to take home which is removed a few days later. 

Side effects 
Most cancer treatments have side effects that can significantly affect 
quality of life if not well-managed. Common side effects include:

	■ Nausea, vomiting, appetite loss
	■ Taste changes (metallic taste)
	■ Numbness, tingling, pain in hands and feet
	■ Cold sensitivity
	■ Hair thinning
	■ Fatigue, low energy
	■ Bowel changes

Notify your team of any new or worsening side effects. Adjusting 
medication doses, trying alternatives or adding extra medications such 
as anti-nausea tablets may help lessen their impact.

Biomarkers 

Genetic testing to help choose your best course of treatment
People diagnosed with Stage 4 bowel cancer should be tested for genetic 
factors (biomarkers) such as mismatch repair deficiency (dMMR), or the 
closely related MSI-H RAS and BRAF mutations. Ideally, these tests would 
be carried out at the time of diagnosis.

There are also tests for other mutations, which may be helpful for treatment 
decisions. An example is HER2 which is an emerging biomarker in colorectal 
cancer (CRC). Currently there are no approved HER2-targeted therapy 
guidelines for CRC.

Note that not all tests are publicly funded, so there may be a cost to the 
individual patient.

Knowing there are certain mutations in the genetic makeup of your tumours 
can help the medical team select the best course of treatment for you. 
It would also let you know if immune or targeted therapies may give you the 
best outcomes.

With wider genetic testing on the tumour specimen, mutations in other genes 
such as TP53, APC, KRAS, PIK3CA and SMAD4 could also be found. Some 
of those mutations, such as PIK3CA, could potentially be targeted with drugs.
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There are other immune and targeted therapies used overseas that are not currently 
available in New Zealand or would require a special license to import. There is also 
a cost to having your tumour tested for different markers or mutations, which you 
would need to discuss with your doctor or medical team

Drug name Mutations/ 
Biomarkers

Uses Funded 
in NZ

Cetuximab 
(Erbitux)

Wild-type RAS 
and BRAF

Left side tumour with no RAS/
BRAF mutations. Can be used 
alongside other chemotherapy 
agents. Used at any line of 
treatment.

Yes

Bevacizumab 
(Avastin)

mCCR VEGF 
inhibitor

Prevents growth of new blood 
vessels to tumour, blocks the VEGF 
protien to decrease growth of 
tumour. 

No

Encorafenib 
(Braftovi)

BRAF V600E Used in conjunction with 
Cetuximab for BRAF mutation 
as second line treatment. 

No

Regorafenib 
(Stivarga)

VEGF-RR Multikianiane inhibitor to prevent 
tumour growth. Generally second 
or third line treatment

No

Pembrolizumab 
(Keyturda)

dMMR, MSI-H, 
PD1 inhibitor

Immunotherapy used to boost own 
immune system for patients with 
Lynch Syndrome.

Yes

Panitumumab 
(Vecibix)

KRAS Targeted to monoclonal antibody. 
Blocks cell growth. Attaches to 
EGFR. Can be used in conjunction 
with FOLFIRI & FOLFOX.

No

PLEASE NOTE: Information above is to be considered a GUIDE ONLY and all options need 
to be discussed with your oncology team. All information correct as of January 2025.

The Ministry of Health prohibits the administration of unfunded drugs in a public hospital 
so the patient must meet the cost of administering in a private clinic (this could be as much 
as $100,000 depending on the number of treatments needed).

What do BRAF and RAS mean?
The term ‘BRAF wild-type’ or ‘BRAF WT’ is used to describe a cancer that 
does not have a BRAF mutation. 

BRAF mutations are common in bowel cancer but occur mainly in cancers 
that are ‘sporadic’ (i.e. non-genetic). Cancers with this mutation can tend 
to be relatively fast growing. It is very uncommon for BRAF mutations to 
be present in hereditary colon cancers, such as those in people who have 
Lynch Syndrome. 

When deciding on treatments, the presence of this mutation may provide 
some information on whether the cancer has a genetic basis or not, and 
if any targeted or immune therapies may be helpful.

If your RAS biomarker result is reported as ‘RAS wild-type’ or ‘RAS WT’ 
this means your cancer does not have the RAS mutation.

Patients with KRAS wild-type can benefit from targeted treatment with 
EGFR inhibitors (for example, Cetuximab or Panitumumab). KRAS wild-
type colorectal cancers respond to drugs called EGFR inhibitors. When 
EGFR inhibitors are combined with conventional chemotherapy drugs in 
the first-line treatment of colorectal cancer with metastasis (mCRC), there 
may be a lower rate of acquired EGFR inhibitor resistance via KRAS and 
other mutations.

This information is correct at the time of writing. However, Pharmac can 
change funding decisions at any time, so make sure you discuss the most 
up-to-date options with your medical team.

For up-to-date information on targeted therapies, please see 
bowelcancernz.org.nz > About bowel cancer > Treatment options 
> Unfunded drugs and clinical trials
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Clinical trials
Clinical trials are research studies testing medical, surgical, or behavioral 
interventions to see if a new treatment, prevention method, diet or medical 
device is safe and effective. These may be an option if conventional 
treatments are not getting results. 

Trials are carefully designed to look at specific aspects of a single treatment 
or to compare several treatments. There are a very limited number of 
clinical trials available for patients with bowel cancer. Talk to your oncology 
team about any current trials in New Zealand and if you may be eligible. 

Several organisations in New Zealand run clinical trials potentially relevant 
to bowel cancer, including New Zealand Clinical Trials (nzcr.co.nz), 
Cancer Trials NZ (cancertrialsnz.ac.nz), the Auckland Cancer Trials Centre 
(aucklandcancertrials.com), and Aotearoa Clinical Trials (aotearoatrials.nz) 
You can also check clinicaltrials.gov, an international database where all 
clinical trials are registered.
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Common symptoms when undergoing treatment 
Here are some common issues people face during treatment for advanced 
bowel cancer, plus tips for managing them.

Nausea: Take prescribed anti-nausea medication 30 minutes before 
normal meal times. If ineffective, discuss alternatives with your medical 
team. Non-drug options include peppermint or ginger tea, ginger ale 
or ginger beer, small frequent meals, acupuncture and reflexology.

Constipation: Maintaining regular bowel movements is crucial. Use 
laxatives as needed and consult your doctor if there has been no bowel 
movement for 24 hours or the prescribed regimen isn’t working. Non-
drug aids include Kiwi Crush, pureed fruits, prune or pear juice, dried fruit, 
liquorice and coffee.

Diarrhoea: Loperamide can prevent major issues. Metamucil/psyllium 
husks firm up stools. Choose starchy foods like bread, potatoes and pasta. 
Stay well-hydrated. Keep baby wipes and soft toilet paper on hand.

Pain: Finding the cause and using specific descriptors (e.g. sharp, 
dull, throbbing) guides effective pain management. Take prescribed 
medications as directed and notify your doctor for a review if pain persists. 
Pain type and intensity may change over time, so relief will need to be 
adjusted. Non-drug options include heat (hot water bottle, wheat pack), 
gentle massage, position changes, light exercise, and meditation 
for anxiety.

Surgery 
Depending on the spread and location of the tumours, surgery may 
be an option to prolong life and improve long-term outcomes. 

A liver resection may be possible if the tumour size and location allow 
enough healthy liver to remain and sustain function. There must be no 
evidence of disease elsewhere. A liver transplant may also be possible, 
depending on the availability of a suitable donor. 

There are also a number of treatments which target tumours in the liver, 
including ablation, chemotherapy delivered through the hepatic artery 
Hepatic Artery Infusion, (HAI), and Selective Internal Radiation Therapy 
(SIRT). Ablation and SIRT are available in New Zealand. 

Chemotherapy and/or radiotherapy is often used before surgery to shrink 
the tumour, and afterwards to eliminate any remaining cancer cells. 

Surgery for lung metastases is done less frequently but may be 
considered in some cases. You may be offered ablation treatment for 
small lung lesions where tumours are specifically targeted with the intent 
to shrink or eliminate.

HIPEC surgery (Hyperthermic Intraperitoneal Chemotherapy) is a new 
way to treat tumours within the peritoneum. This involves removing 
the tumours and placing heated chemotherapy agents directly into the 
abdomen with the goal of getting rid of any further cancer cells. 
At the time this booklet was written, HIPEC surgery was only available 
at Waikato Hospital.
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Complications 

Bowel obstructions 
Bowel obstruction is a common complication where a functional blockage 
prevents normal waste movement. It can be partial or complete and 
occur at multiple levels. Management is individualised based on the 
goals of care. 

Surgery to remove the blockage or insert a stent to widen the bowel 
is often considered, but factors like blockage location and extent, overall 
health, and comorbities must be considered. 

If surgery is not an option, medications like anti-nausea drugs, steroids, 
and secretion-reducing agents are used for comfort. Deterioration can 
be rapid without surgical intervention.

Post-operative ileus
This is a post-operative complication where the bowel stops functioning 
correctly and cannot move the stool along. It can be a fairly common 
complication following bowel surgery, and causes nausea, vomiting 
pain and bloating. 

It will often resolve itself by resting the bowel and not eating or drinking 
until resolved. You will be given fluids via IV and possibly nutrition. It can 
take up to a few weeks to resolve and will increase your stay in hospital.
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Your life 

Priorities and goals 
Knowing what matters to you will guide treatment decisions and care 
plans. Assess your own priorities in light of your healthcare team’s 
intentions for your treatment. 

Consider what you expect for the future if the diagnosis changes 
your priorities. Things to consider might include an Advanced Care 
Plan, Will, Enduring Power of Attorney for health and finances, funeral 
arrangements, and any goals you want to achieve. Having these in order 
can provide peace of mind.

Lifestyle 
Adjusting to the ‘new normal’ of life with cancer takes time. Emotional 
recovery may be slower than anticipated, with ups and downs in mood 
and confidence. 

Some people find they don’t have enough support from family, friends or 
medical professionals during or after treatment. Communicating how you 
feel and what would help can make a positive difference. 

You may also find that some people will not know how to talk to you and 
will ‘ghost’ or avoid you. This can be really hurtful and unexpected when it 
happens. Often, it is because the other person is scared or worried about 
saying the ‘wrong thing’ so they decide it’s better to say nothing at all. 

Counselling can provide strategies for coping with uncertainty and 
changes. Bowel Cancer NZ offers free counselling sessions – find out 
more in the Resources section on page 39.

Remember that it’s okay to not be okay sometimes. Surround yourself 
with positivity as much as possible. Take time out when you need it, 
and find things you can do that give you joy.
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Receiving help from friends and whānau
When others offer assistance, be direct about what you find supportive. 
For example, having a discussion about medicines or statistics may be 
unhelpful while grocery shopping could be enormously appreciated. 

Before starting treatment or on good days, you could make a list of chores 
people can choose from like laundry, childcare, cleaning, or simply keeping 
you company. This eases the pressure of coming up with ideas on the 
spot and helps loved ones identify useful ways to pitch in. Here are some 
suggestions:

1.	 Put on a load of washing
2.	 Pick up the children after school
3.	 Vacuum, clean the windows, clean the bathroom
4.	 Put the rubbish bins out
5.	 Sit and watch a movie with me
6.	 Mow the lawns
7.	 Wash the car
8.	 Pick up some things from the supermarket (make a list)

Consider who you want at appointments and how you’d like whānau 
or friends to be involved. 

Many support services are also available and are listed at the end 
of this guide.

Sexuality, fertility and relationships 
Cancer and its treatments can affect emotions and intimate relationships. 
Sexual functioning may also be affected by the effects of the disease and 
the physical demands of treatment. For instance, having a stoma can 
heighten anxiety and alter your body image. 

Learning to adapt to bodily changes takes time. Bowels take a long time 
to settle, and may never return to pre-diagnosis ‘normal’. And if you have 
been left with a stoma – either permanently or temporarily – this can 
affect your life and how you see yourself. 

Having support from a stoma nurse, colorectal nurse specialist, friends, 
whānau and other professionals can help immensely at this time and 
going forward. Don’t be afraid to talk to someone if you are struggling 
with the adjustment.

Partners are also affected by the diagnosis. Encourage them to seek 
individual support if needed. Many couples find that weathering this 
together ultimately strengthens their bond.

You may also need to consider how treatment may change your fertility 
and sexual function. It’s an important conversation to have, especially 
for those affected by bowel cancer at a relatively young age (and their 
partners). Treatments can alter sensation, cause erectile dysfunction and 
make intercourse uncomfortable. There can be vaginal narrowing, you 
may go into early menopause, or have decreased fertility or infertility. 

While this may be difficult to talk about, it’s an important area to consider. 
Fertility may be affected, so if you have been planning to start a family, 
now is the time to ask your medical team about the implications of your 
treatment and for a referral to a fertility specialist.

Life insurance and superannuation funds
It’s wise to review your life insurance policy to understand your coverage 
and any exclusions related to your diagnosis. Superannuation or pension 
plans may provide early access to funds, depending on your prognosis. 
This extra money could make life a lot easier when you’re facing extra 
stress or expenses.

Consulting with a financial advisor can clarify your options and assist with 
navigating insurance and superannuation issues. An advisor can also help 
identify government assistance programmes you may qualify for. 

Having your financial affairs in order can take away stress and allow you 
to focus on what really matters: your health and quality of life.
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Forward planning 

What happens when treatments stop working?
If treatments are no longer effective or able to be tolerated, you may 
reach the decision to focus purely on comfort and quality of life for your 
remaining time. 

Palliative care is about reducing symptoms and supporting you and 
your family. 

Though it does not aim to cure, palliative care can still include 
chemotherapy, radiation, surgery and other interventions to prolong 
life while easing discomfort. 

Hospice care provides holistic care for body, mind and spirit and whānau 
in a place of your choosing – at home, a dedicated hospice facility, 
hospital, or elsewhere. 24/7 phone support is available for you and 
your whānau.

Deciding to stop treatment 
Choosing to stop treatment is deeply personal. Have an open and 
honest discussion with loved ones and your medical team about your 
wishes, weighing the benefits and burdens to make a decision you feel 
at peace with. 

Be aware that others, including whānau and friends, may struggle with 
your choice. Seeking support from a counsellor or trained therapist can 
help the family (and you) process this decision. 

Stopping treatment does not mean stopping care. Your symptom 
management, life goals and support will continue to be prioritised.
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Palliative care
Palliative care is the branch of medicine focused on providing relief from 
symptoms and stress of serious illness. The goal is to improve quality 
of life for patients and families. 

It is appropriate at any stage and can be provided alongside curative 
treatment. 

The palliative care team includes doctors, nurses, social workers and other 
specialists who work together to provide an extra layer of support and 
care. They can assist with difficult conversations, align treatment with 
your goals, and ensure your needs and wishes are met. They are also 
experts in symptom control and can advise on managing issues such 
as pain, nausea and other disease-related effects.

Advanced care planning 
This is a process of thinking and discussing your values, goals and 
preferences for current and future health care. It helps you to understand 
what the future might hold, and decide what healthcare you want or don’t 
want, including end-of-life care.

It is for those who are well, those who are unwell, and for people facing 
the end of their life. It is about capturing your wishes, and can encompass 
small details through to the treatments you are willing to have, and those 
you won’t. 

You could think of it as a living document you use to consider all sorts 
of questions relating to your life and medical care as you go through 
treatment for advanced bowel cancer. 

For more information see myacp.org.nz

Making a Will
A Will outlines who you would like to receive possessions, property 
and other assets after you die. It can also spell out who will care for 
dependants and make care decisions for them, and may include funeral 
arrangements as well.

It is a good idea to do this while you are well. A solicitor can help with the 
documents and ensure they are correct and witnessed. If you don’t have 
many assets and your plans for them are straightforward, there are DIY 
Will kits available online and at some stationery outlets. 

There are also online Will services such as Gathered Here, which provides 
a free service in partnership with Bowel Cancer NZ. Find out more at 
gatheredhere.com/nz

Remember to make sure someone knows where your legal documents 
are kept, and the name of your solicitor for any legal issues which 
may arise.

Hospice care 
A referral to hospice is made when medical treatments are unable to halt 
the cancer’s progression and the prognosis is less than 12 months. 

The hospice team of specialised doctors and nurses will collaborate 
with you and your whānau to uphold your wishes and provide comfort-
focused care in your preferred setting. They address physical, emotional 
and spiritual needs to optimise quality of life. 

Hospice’s comprehensive support extends to the whānau as well. 
Knowing this resource is available can provide reassurance and ease 
at this stage of life.

To find your local hospice if you have questions or would like to know 
more, please head to hospice.org.nz
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End of life choice
Assisted dying has been available in New Zealand since November 2021. 
It involves a person who is experiencing unbearable suffering from 
a terminal illness, being prescribed medication that they can either 
self-administer or can be given by a healthcare professional. 

There are strict legal criteria to have an assisted death. Not everyone with 
a terminal illness will be eligible. New Zealanders aged 18 or over who 
have a terminal illness that is likely to end their life within six months may 
be able to access assisted dying.

The service involves specific steps, medical assessments and important 
safeguards. These are to ensure a person is eligible and that they are 
making the decision for themselves, without pressure from anyone else. 

For more information, see the official government website: 
health.govt.nz > Regulation and legislation > Assisted dying

Funeral planning 
By planning your own funeral you can be sure your wishes for songs, 
readings, poems, flowers and other details are carried out. You could meet 
with your chosen funeral home to discuss plans or write them down and 
let your whānau know where they can find the document. 

Though it’s a sombre topic, having arrangements settled in advance 
can be a final gift to loved ones.
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Supporting someone with 
advanced bowel cancer 

Advice for family members and partners 
Cancer affects everyone in a family. This section is about helping those 
close to the patient provide the right sort of support – and not neglect 
themselves.

Here are some practical tips
	■ �Ask what kind of support the person would like. This challenging 

time affects patients and families alike. Lives can quickly fill up with 
appointments, treatments and recovery, making it hard to identify 
ways to help. 

	■ �Encourage the patient to write a list of chores so people can select 
tasks. Pitching in with childcare, errands, housework or meal prep 
without being asked relieves the burden of delegating. Simply sitting 
and listening can also be immensely comforting.

	■ �Take time to recharge and process your own feelings. Supporting 
someone with advanced cancer can be emotionally draining. Seeking 
counselling or a support group can provide validation and coping 
strategies. 

	■ �Remember that it’s okay to not have all the answers. Sometimes the 
most meaningful support is simply being present. Humour can counter 
stress, but follow their lead to gauge whether jokes are welcome. 

	■ �Respect their wishes regarding information sharing and visitor 
preferences. 

	■ Offer to accompany them to appointments and take notes.
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	■ �If the patient is open to it, discuss their priorities, values and any 
advance planning they want to complete, like a Will, advance directive, 
power of attorney, funeral plans or legacy projects. Though difficult, 
these conversations can bring a sense of peace. Let them know you 
will honour their choices.

	■ �Above all, maintain a sense of normality where possible and remain 
the person you have always been. You cannot make cancer worse 
by talking about it, and by bringing in the outside world, patients can 
continue to enjoy some everyday normality at a time when their lives 
are being disrupted. Engage in activities unrelated to cancer, share 
stories and look at photos. 

	■ �Let them know that cancer doesn’t define them and that your love 
is unchanging. Your steady presence is the most valuable support  
you can provide.
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More help and resources

Online community
Join one of Bowel Cancer NZ’s 
Facebook support groups for 
patients and their whānau. 
They are private, with a welcoming 
online community where you can 
share stories, ask questions, and 
give and receive support.

Learn more at bowelcancernz.org.nz 
> Support > Finding Support

Bowel Cancer NZ also runs 
a virtual ‘coffee group’ you 
can join through their online 
support group or by emailing 
here4you@bowelcancernz.org.nz 

Free support services
We’re here for you. Bowel Cancer NZ 
offers free counselling, physiotherapy 
and financial assistance.

bowelcancernz.org.nz > Funded 
Support > Physio/counselling

Websites
Bowel Cancer NZ has all kinds of 
information and resources for you 
to access. bowelcancernz.org.nz

The NZ Familial Gastrointestinal 
Cancer Services also has useful 
information online. nzfgcs.co.nz

Time Out is for those with advanced 
diagnosis, giving the gift of time 
together. It provides a place to 
get away with whānau and create 
memories. timeoutnz.org 

Kenzie’s Gift help younger children 
when a parent has a life-limiting 
illness. See the resources on their 
website. kenziesgift.com 

Hospice exists to help those 
reaching the final stages of life 
make the most of their time in a 
comfortable and dignified setting. 
For your nearest hospice, head 
to the Hospice NZ website: 
hospice.org.nz 

Ask the Bowel 
Cancer NZ nurse

Got a question?
Reach out between 9am and 4pm, 
Mon to Thursday,on 0800 BCNZ 
NURSE (0800 226 968) or email 
here4you@bowelcancernz.org.nz 
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Glossary

Medical terms
Here are some of the things you may hear mentioned during 
treatment. If there is anything you don’t understand, don’t hesitate 
to ask your medical team.

Chemotherapy treatments
Neo-adjuvant. To shrink the 
tumour(s) before surgery to get 
a better outcome following the 
operation. 
Adjuvant. To destroy any 
microscopic cancer cells that may 
remain after the cancer is removed 
by surgery and to reduce the 
possibility of the cancer returning. 
First-line. Chemotherapy that has 
been shown, through extensive 
clinical trials and research, to be the 
best option for the type of cancer 
being treated. 
Second-line. Alternative 
chemotherapy treatment for disease 
which has not responded to first-line 
chemotherapy or has recurred. 
Third line. Chemotherapy given 
when both initial treatment (first-line 
therapy) and subsequent treatment 
(second-line therapy) don’t work or 
stop working. 
Palliative. To relieve symptoms 
and slow the spread of the cancer 
if a cure is not possible.

Radiation therapy treatments
Neo-adjuvant. To shrink the 
tumour(s) before surgery to get 
a better outcome following the 
operation. 
Adjuvant. To destroy any 
microscopic cancer cells that may 
remain after the cancer is removed 
by surgery and to reduce the 
possibility of the cancer returning.
Palliative. Giving lower doses of 
radiation over a shorter period of 
time, or when surgery is not an 
option, to relieve symptoms or slow 
the spread of cancer.
External radiotherapy. Delivered 
by a machine outside of the body. 
Usually given as a course of several 
treatments over days or weeks.
Internal radiotherapy. Also known 
as brachytherapy or contact 
radiography. It involves positioning 
radioactive sources near to or inside 
the tumour itself.
Intensity modulated radiotherapy 
(IMRT). Where both the radiation 
beam and the dose are shaped 
to match the tumour’s shape and 
thickness. 

Other medical terms
Abnormal. In medicine, an abnormal 
lesion or growth may be benign 
(not cancer), precancerous or 
premalignant (likely to become 
cancer), or malignant (cancer). 
Adenocarcinoma. A cancer that 
starts in the mucus-producing cells 
in the lining of the internal organs. 
Most cancers of the breast, pancreas, 
lung, prostate and bowel are 
adenocarcinomas.
Adhesions. Scar-like tissue that may 
form between two surfaces in your 
body, causing them to stick together. 
They can be caused by surgery, 
radiation or a tumour spreading 
into nearby tissue.
Advance Care Planning (ACP). 
The process of discussing and 
documenting your preferences 
for future medical care, including 
end-of-life wishes. It becomes 
a guide for family and healthcare 
providers if you cannot speak 
for yourself.
Analgesia. Pain relief.
Anastomosis. Surgery to connect 
healthy sections of tubular 
structures, such as the bowel, after 
the diseased portion has been 
surgically removed. Joining the 
two ends together.
Antiemetic. A drug that helps to 
control nausea and vomiting.
Benign. A tumour that is not 
cancerous. It does not usually invade 
nearby tissue or spread to other 
parts of the body.

Biomarker. A biological molecule 
found in blood, bodily fluids or 
tissues that is a sign of a normal or 
abnormal process. Biomarkers may 
be used to assess how well the body 
responds to a treatment for 
a disease or condition.

Here are some important 
biomarkers:
KRAS – A gene that provided 
instructions for making a protein that 
relays signals to the cell which tells 
it to grow and divide. (Kirsten Rat 
Sarcoma viral oncogene homolog).
RAS – A group of genes that control 
cell growth and division and when 
mutated can lead to cancer cell 
growth and spread. (Rat Sarcoma).
BRAF – A human gene that encodes 
a protein called B-Raf. A type of 
mismatch repair deficiency mutation 
that occurs mainly in cancers that 
are non-genetic. (Proto-oncogene 
B-Raf and v-Raf sarcoma viral 
oncogene homolog).
EGFR – A protein which can be 
overexpressed in colorectal (bowel) 
cancer, and activate pathways to 
promote tumour growth. (Epidermal 
Growth Factor Receptor).
VEGF – A protein which stimulates 
the formation of new blood vessels, 
and is closely related to tumour 
progression and metastatic cancer 
(Vascular Endothelial Growth Factor).
PIK3CA – A gene that encodes a 
lipid kinase involved with cell growth 
processes and is frequently mutated 
in colorectal (bowel) cancer.
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Biopsy. The removal of cells or 
tissue from the body for examination 
under a microscope to check for 
cancer or other diseases.
Cannula. A small tube inserted into 
a vein which can then transport 
fluids, medications and other liquids 
as prescribed by the medical team. 
Carcinoma. Cancer that starts in the 
skin or tissues that line the inside or 
cover the outside of internal organs.
Colostomy. An opening from the 
colon to the outside of the body. 
A colostomy provides a new path 
for waste to leave the body after 
part of the colon has been removed.
Complementary therapy/medicines. 
Treatments that are used along 
with standard treatments but are 
not considered standard. Examples 
include acupuncture, dietary 
supplements, massage therapy, 
hypnosis, and meditation 
For example, acupuncture may 
be used with certain drugs to help 
lessen cancer pain or nausea.
Constipation. When bowel 
movements become difficult 
because the faeces are hard and dry. 
Bowel movements may be painful, 
and you may feel sluggish, bloated, 
and uncomfortable. 
Diarrhoea. Frequent and watery 
bowel movements. The opposite 
of constipation.
Enema. Liquid is introduced into 
your bowel through the anus.
Faeces. The solid waste you 
pass from your bowel. 
Also called stool or poo. 

Gastroenterologist. A specialist 
in gastrointestinal diseases. 
Gastroenterologists treat all the 
organs in your digestive system, 
including your GI tract (oesophagus, 
stomach and intestines – small and 
large) and biliary organs (your liver, 
bile ducts, pancreas and gallbladder).
Genetic Counselling. Genetic 
counsellors provide up-to-date 
information and support to 
individuals and families that may 
have an inherited predisposition 
to disease. They specifically assess 
cancer risk based on an individual’s 
personal cancer history or a family 
history.
Hepatologist. A doctor who 
diagnoses and treats diseases 
associated with the gallbladder, 
pancreas and liver. They treat 
acute or chronic liver disease. 
Both a hepatologist and a 
gastroenterologist can help 
diagnose and treat liver disease.
Ileostomy. An opening from a part 
of the small intestine (called the 
ileum) to the outside of the body. 
It a new path for waste to leave the 
body after part of the intestine has 
been removed.
Immunotherapy. Cancer treatment 
designed to boost the body’s natural 
defences to fight the cancer. 
Informed consent. When patients 
are given important information, 
including possible risks and benefits, 
about a medical procedure or 
treatment, test or clinical trial. 
This is to help them decide if they 
want to be treated, tested, or take 
part in the trial.
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IV. Short for ‘intravenous.’ 
Any drug or other substance 
given via your veins is said to 
be given intravenously. 
Laxatives. A substance to get your 
bowel moving.
Malignant. Cancerous. Malignant 
cells can invade nearby tissue and 
spread to other parts of the body.
Mass. A lump that may be caused 
by the abnormal growth of cells, 
a cyst, hormonal changes, or an 
immune reaction. 
Metastatic/metastasis. Refers 
to cancer that spreads from the 
place where it began to another part 
of the body. Cancer cells can break 
away from the primary tumour and 
travel through the blood or lymphatic 
system to the lymph nodes, bones 
and organs. Also known as 
secondary cancer.
Multikianse inhibitor. A drug which 
targets enzymes that control cell 
growth and formation of certain 
blood vessels.
Nausea. Feeling sick, wanting 
to vomit. 
NED. ‘No Evidence of Disease.’ 
Another word for remission.
Ostomy. An operation to create an 
opening (stoma) from inside of the 
body to the outside. Colostomy and 
ileostomy are types of ostomies.
Primary cancer. The original cancer.
Prognosis. Chance of recovery. 
A prediction of the outcome of a 
disease based on what’s typically 
seen in other cases.

Pulmonologist. Lung specialist, 
a doctor who specialises in the 
respiratory system – lungs, 
windpipe (oesophagus). 
Recurrence. When cancer comes 
back after a period when it could not 
be detected. It may come back to the 
site of the original cancer or appear 
in another part of the body.
Remission. When the signs and 
symptoms of cancer disappear, 
but not necessarily the entire 
disease. The disappearance 
can be temporary or permanent.
Scanxiety. A term used by patients 
which encompasses the anxiety 
associated with having scans or 
tests once diagnosed. The worry 
about what the scan/test might 
show as far as their disease 
is concerned.
Targeted therapy. Treatment that 
targets specific genes, proteins or 
other molecules that contribute 
to cancer growth and survival.
Tumour. A mass formed when 
normal cells in your body start 
to change and grow uncontrollably. 
A tumour can be benign 
(noncancerous) or malignant 
(cancerous). Also called 
a nodule or mass.
Tumour markers. Substances 
found in tissue, blood, bone 
marrow, or other body fluid 
that may be a sign of cancer 
or certain benign (noncancer) 
conditions.
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My questions & notes



Bowel Cancer NZ is the 
leading bowel cancer charity 
in Aotearoa, New Zealand.

We’re a nationwide, patient-focused 
charity dedicated to reducing the 
impact of bowel cancer in our 
communities through awareness, 
education, advocacy, research and 
support. Our goal is to lead the 
world with solutions to reduce 
New Zealand’s bowel cancer statistics 
and free future generations from 
the impact of bowel cancer.

To find out more, donate, support 
or volunteer, see our website: 
bowelcancernz.org.nz
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Reducing the impact of 
Bowel Cancer on our community

E. info@bowelcancernz.org.nz 
POST. PO Box 301517, Albany, 0752 Auckland

bowelcancernz.org.nz


