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The aim of this survey was simple – 
to listen. We wanted to create space 
for people across Aotearoa who were 
diagnosed with bowel cancer at a 
younger age to share their experiences 
in their own words. Their stories shed 
light on what diagnosis, treatment, and 
life beyond bowel cancer really look like, 
and how these experiences have shaped 
their lives and whānau.

We did not anticipate just how significant this 
project would become. It has grown into the 
largest survey of its kind ever undertaken in 
Aotearoa – a powerful reflection of how deeply 
this issue affects our community. Our goal has 
always been to build understanding of how bowel 
cancer impacts younger people, and to use this 
knowledge to drive stronger advocacy, better 
support, and lasting change.

Our Vision 
Moemoea

No New Zealander will die of bowel cancer. 

We may never eliminate bowel cancer entirely – but by driving 
evidence-based change, raising awareness, and supporting 
earlier diagnosis and better care, we can make deaths from 
bowel cancer a rarity. 

We will be relentless. Together with our community, we will 
break down the barriers of apathy, inequity, stigma, late 
detection, and poor access to care – working towards 
a future where nobody dies of bowel cancer. 

Why survey 
patients with 
early-onset 
bowel cancer?

Bowel cancer is the leading cause of cancer 
death among New Zealanders under 50 – and 
up to half of these deaths are preventable. Yet it 
continues to receive little public attention, limited 
investment, and almost no national discussion 
about prevention and testing. Why is more not 
being done to protect a generation of young 
New Zealanders?

While these findings highlight areas that deserve 
deeper research, they also offer something more 
powerful – a human view of the numbers. This 
report provides an honest, emotional, and data-
driven picture of what it means to hear the words 
“you have bowel cancer” far too soon in life.

We are deeply grateful to everyone who took 
part in this survey. To the families and friends of 
those who have since passed away, we extend our 
heartfelt aroha. We honour their memory and their 
courage by ensuring their voices guide change – 
improving prevention, diagnosis, care, and support 
for all those who follow.

Our Mission 
Aronga

We aim to combat bowel cancer on every front. 

We are dedicated to reducing the impact of bowel cancer 
in every community across Aotearoa. 

We champion prevention, awareness, and early detection 
– and fight for equitable and timely access to the best 
possible screening, treatment, care, and support – 
giving every New Zealander a fair chance 
at survival. 
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Foreword
By Professor Frank Frizelle MB ChB, FRACS, MMedSc

Bowel cancer remains one of Aotearoa 
New Zealand’s most pressing health 
challenges. It is our second most 
common cause of cancer death, yet 
also one of the most preventable and 
treatable cancers when detected 
early. This report, Never Too Young: 
The bowel cancer diagnosis and 
treatment journey of younger New 
Zealanders, is a powerful reminder 
that bowel cancer is not confined 
to older age. It brings to light the lived 
experiences of those diagnosed under 
50 – people in the midst of their careers, 
raising families, and contributing 
to their communities – whose lives 
have been profoundly altered by 
a disease that too often goes 
unrecognised until it is advanced.

The findings are both sobering and motivating. 
In recent decades, the incidence of bowel cancer 
in younger adults has risen steadily in New Zealand 
and across the developed world. Between 2000 
and 2020, early-onset bowel cancer increased 
by more than a quarter in this country, even as 
rates fell among older adults. Projections suggest 
this upward trend will continue unless decisive 
action is taken. Despite this, our national screening 
programme begins at age 58 – leaving thousands 
of younger New Zealanders reliant on recognising 
symptoms and gaining timely access to diagnostic 
testing, both of which are too often delayed.

The stories and statistics contained within this 
report reveal the human cost of that delay. 
Almost half of those surveyed had to see multiple 
health professionals before being referred for 
investigation, and one in seven waited more 
than a year. Many were initially told they were 
“too young to have bowel cancer.” For one-
fifth of respondents, diagnosis came only after 
an emergency presentation – often a bowel 
obstruction or perforation, events that could have 
been prevented through earlier detection. These 
delays are not simply procedural; they are deeply 
personal. They translate into more advanced 
disease, more invasive treatment, and greater 
emotional and financial strain for patients and 
their whānau.

What emerges clearly from this survey is that 
early-onset bowel cancer is not a statistical 
anomaly – it is a growing public health issue 
demanding an urgent and coordinated response. 
The insights shared by the 354 New Zealanders 
under 50 who took part in this survey are 
invaluable. Their candour provides both the data 
and the moral imperative for change. They remind 
us that awareness, access, and equity must sit 
at the centre of our national approach to bowel 
cancer prevention and care.

Lowering the age of eligibility for the National 
Bowel Cancer Screening Programme from 58 to 45 
years would be an important and achievable step. 
Comparable countries have already moved in this 
direction, acknowledging international evidence 
that one in ten colon cancers and one in four 
rectal cancers now occur in people under 50. The 
modelling presented in this report suggests that if 
the entry age were reduced to 45, nearly one-third 
of early-onset cancers could have been detected 
earlier. Earlier detection means less aggressive 
treatment, higher survival rates, and lower long-
term costs to our health system.

Yet screening alone is not enough. We must 
also address the inequities that underpin 
cancer outcomes in Aotearoa. Māori are 
disproportionately affected by early-onset disease, 
in part because of their younger population 
profile and because diagnosis too often occurs 
at a late stage. To truly achieve equity, we must 
ensure that the design and delivery of screening, 
diagnostic services, and survivorship care reflect 
the needs and experiences of Māori and Pasifika 
communities.

This report also highlights the psychosocial burden 
carried by younger people with bowel cancer. The 
majority are working at the time of diagnosis, and 
two-thirds have dependent children. Financial 
hardship, fatigue, anxiety, and fear of recurrence 
are common. Fertility discussions are inconsistent, 
and body image and intimacy issues remain 
poorly addressed. These are not peripheral 
concerns – they are central to quality of life and 
recovery. They remind us that high-quality cancer 
care must extend beyond the operating theatre 
and chemotherapy suite, encompassing holistic, 
compassionate, and age-appropriate support.

As clinicians, researchers, and policymakers, 
we have a collective responsibility to listen to 
these voices and act on them. Never Too Young 
challenges us to think differently about who is 
at risk, to strengthen pathways for diagnosis, 
and to ensure that no one – regardless of age, 
background, or geography – faces unnecessary 
barriers to detection or treatment. It is also a 
testament to the power of partnership: between 
patients and clinicians, advocacy groups and 
researchers, government and community.

Bowel Cancer New Zealand’s leadership in 
commissioning and delivering this report deserves 
recognition. By capturing the experiences of those 
affected, they have created not just a dataset 
but a call to action. Change will come only when 
we collectively accept that the current system 
is failing a generation of New Zealanders – and 
when we commit to building one that does better.

Bowel cancer should never be seen as an 
inevitable part of ageing, nor as a disease that 
strikes without warning. With vigilance, awareness, 
and evidence-based policy, it is a condition we can 
detect earlier, treat more effectively, and – most 
importantly – prevent more often. The message of 
this report is clear: when it comes to bowel cancer, 
we are all never too young to act.

Professor Frank Frizelle
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Young people are often overlooked when we 
talk about bowel cancer. Many people know 
that bowel cancer is the second most common 
cancer in men and women living in Aotearoa 
New Zealand.1 But far fewer know that the rates 
of bowel cancer in people aged under 50 years, 
i.e. early-onset bowel cancer, are increasing 
dramatically, both here and in other developed 
countries. International data suggests that in the 
next five years, one in ten colon cancers and one 
in four rectal cancers will be diagnosed in people 
aged under 50.2

Unfortunately, and unlike in many comparable 
countries, people aged under 58 in New 
Zealand are ineligible for publicly funded bowel 
screening. Early-onset bowel cancer is therefore 
almost exclusively diagnosed after a person has 
developed symptoms, when the cancer is more 
advanced. 

Younger people with bowel cancer often have 
different needs to those diagnosed later in life 
(later-onset bowel cancer). Many are working, 
raising families, and managing financial and 
emotional pressures while they are receiving 
treatment. For them, bowel cancer can bring 
enormous disruption to every part of life, making 
an already traumatic experience that much worse. 

To give a voice to these younger New Zealander’s, 
Bowel Cancer New Zealand conducted the Never 
Too Young survey in 2024/25. Within just eight 
days, more than 200 people aged under 50 had 
responded. In total, more than 400 people shared 
their experiences with us – one of the largest 
responses of its kind in the country.

Their responses paint a powerful picture of the 
reality of early-onset bowel cancer in Aotearoa:

	■ �89% were working full or part-time when 
diagnosed

	■ �Half did not know what the symptoms of bowel 
cancer were before their diagnosis

	■ �Access to testing is inconsistent: 44.5% saw 
between two and five healthcare providers 
before getting investigated, and 14% waited 
more than one year

	■ �Late diagnoses: even with prompt colonoscopy, 
the responses suggest that people with early-
onset bowel cancer are more likely to be 
diagnosed with later stage cancer than older 
patients

	■ �The impact is deeply personal: for many, 
surgical treatment for bowel cancer negatively 
affected body image and their intimate 
relationships

	■ �Fertility advice is not routinely provided to 
people with early-onset bowel cancer

	■ �Two-thirds reported fatigue, anxiety and/or 
depression

	■ �Approximately 90% needed to stop work for a 
period and over three-quarters needed to leave 
the workforce entirely

	■ �Fear of recurrence (81%) and emotional 
exhaustion (69.5%) were the most common 
ongoing challenges

	■ �If the entry age for the National Bowel Cancer 
Screening programme was dropped to 45 years 
(like it is overseas), one-third of respondents 
with early-onset bowel cancer would have been 
eligible for screening, potentially allowing for 
earlier detection and better outcomes
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Recommendations 
for Change
The largest-ever survey of younger people with 
bowel cancer has revealed that their voices, 
needs, and experiences are not being heard. This 
is a major missed opportunity for policymakers, 
clinicians, and the health sector to design care 
that reflects their lived reality.

Addressing the gaps identified in this report will 
not only improve outcomes for younger people 
with bowel cancer – it will also strengthen cancer 
care for all New Zealanders.

Bowel Cancer New Zealand calls for urgent, 
evidence-based action to improve early detection, 
diagnosis, and care – including to:

	■ �Increase awareness among both the public 
and health professionals about bowel cancer 
symptoms in people under 50

	■ �Lower the national screening age from 58 
to 45 years, bringing New Zealand in line with 
comparable countries

	■ �Improve access to timely testing and 
colonoscopy for anyone with symptoms, 
regardless of age or location

	■ �Ensure equitable, culturally responsive care 
that recognises and responds to the experiences 
of Māori and Pasifika communities

A Vision for a Better, Kinder, 
More Effective Health System

In light of the findings from this survey we are 
committed to striving for a health system where:

	■ �The causes of rising early-onset bowel cancer 
are understood – and risk factors are addressed 
through prevention and awareness

	■ �Everyone feels informed and confident to act 
on symptoms

	■ �People with inherited risk are proactively offered 
earlier screening and surveillance

	■ �Screening is free before the age when early-
onset bowel cancer most often occurs – making 
early detection the rule, not the exception

	■ �Health professionals are aware that bowel 
cancer is the leading cause of cancer death in 
New Zealanders in their 20s, 30s, and 40s – so 
delays and misdiagnoses become less common

	■ �Cancer care is consistently age-appropriate 
and culturally responsive, with access to:

	● �Fertility and sexual health advice that 
 is routinely offered and publicly funded

	● �Information about all effective treatment 
options, including those not yet publicly funded

	● �Support for fatigue, mental health, and 
rehabilitation beyond treatment

	● �Accessible cultural and emotional support for 
Māori and Pasifika patients and their whānau

	■ �The broader needs of younger families are 
recognised through:

	● �Fair financial support for those unable to work 
or caring for loved ones

	● Assistance with travel and childcare costs

	● �Resources to help whānau and friends provide 
emotional support with confidence

	■ �All cost-effective medicines needed to extend 
the lives of people with bowel cancer are free for 
everyone

Bowel Cancer New Zealand will continue to 
advocate for these system-wide improvements 
while working alongside Government, researchers, 
and communities to turn insight into action.

Our Pledge

At Bowel Cancer New Zealand, we pledge to 
ensure that everything we do – in advocacy, 
awareness, research, education, and support – 
is guided by the voices shared through this report. 
We will review our progress each November and 
hold ourselves accountable to the community 
we represent.

We will:

	■ �Share this report with Health New Zealand and 
Te Aho o Te Kahu, seeking a response to the 
findings achievable within current policy settings

	■ �Provide the report to the Ministry of Health and 
government ministers for consideration where 
new policy is needed – including screening, 
family support, and access to effective 
treatments

	■ �Publish an in-depth descriptive analysis of the 
Never Too Young survey in the New Zealand 
Medical Journal to help inform clinical practice: 
Never too young: patient-reported experiences 
of early-onset colorectal cancer in Aotearoa 
New Zealand

	■ �Make this report available to all political parties 
ahead of the 2026 election, encouraging cross-
party commitment to improving bowel cancer 
outcomes for all New Zealanders
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There are important differences between 
early-onset bowel cancer and bowel cancer 
diagnosed later in life, with some experts 
suggesting early-onset bowel cancer appears 
to be a unique disease process.2 Early-onset 
bowel cancer is most often detected in the 
rectum followed by the distal colon, whereas 
later-onset cancer occurs in similar frequencies 
in the proximal colon (ascending and transverse) 
and distal colorectum (descending and sigmoid) 
(Figure 2).6 Additionally, early-onset bowel 
cancer tends to have features consistent 
with unfavourable tumour biology and worse 
outcomes, such as poor differentiation, nerve and 
blood vessel invasion, and cellular morphology 
associated with worse prognosis.2 Early-onset 
bowel cancer is more likely to be left-sided, 
while later-onset bowel cancer is more likely 
to be right-sided.10 Left-sided and right-sided 
bowel cancers also display different genetic 
characteristics and respond differently to 
therapies.10 Genetic mutations associated with 
chromosomal instability are often detected 
in left-sided tumours, and importantly, when 

Māori are more adversely affected by early-onset 
bowel cancer due to a younger demographic 
profile and late-stage diagnosis.8 Early-onset 
disease comprises 30% of bowel cancer in wāhine 
Māori and 25% in tāne Māori, compared to 
approximately 12% in non-Māori women and 11% 
in non-Māori men.9 Early-onset bowel cancer rates 
are increasing by 36% per decade in Māori, and by 
2040 it is predicted that rates in Māori will have 
almost doubled from 2020 levels.5

The number and rate of early-onset bowel cancer 
cases are increasing in Aotearoa New Zealand, 
as in many other Western countries.⁴ ⁶ This rise 
is occurring even though bowel cancer rates are 
declining among people in the age groups eligible 
for bowel screening.² ⁴ Between 2000 and 2020, 
3,702 cases of early-onset bowel cancer were 
diagnosed in New Zealand – an average increase 
of 26% per decade.⁵ Over the same period, bowel 
cancer incidence among people aged 50–79 
years fell by 18% per decade.⁵ While the absolute 
number of cases in older adults continues to grow 
due to an ageing and expanding population, 
their incidence rates are decreasing relative to 
population size. In the ten most recent years 
of data, rates of early-onset bowel cancer 
also increased in Australia, Canada, Denmark, 
Germany, Slovenia, Sweden, the United Kingdom 
and the United States.7 If this trend continues 
in New Zealand, every year there will be an 
additional 92 cases of early-onset bowel cancer 
diagnosed by 2030 and an additional 255 cases 
diagnosed annually by 2040. (Figure 1).5 Over this 
time, it is projected that the percentage of total 
bowel cancer classified as early-onset would grow 
from 8.6% to 12.3%.5 International data suggests 
that within the next five years, one in ten colon 
cancers and one in four rectal cancers will be 
diagnosed in people aged under 50 years.2

Figure 1. Projected number of cases of 
early-onset bowel cancer in New Zealand. 
Adapted from Waddell et al (2024).5

2020

600

500

400

300

200

100

0

N
um

be
r o

f c
as

es
 

2030 2040

Year

considering the potential for earlier detection, 
the morphology of left-sided tumours makes 
them easier to detect by colonoscopy in the 
early stages of cancer.10 

There are commonalities but also differences 
in risk factors between early and late-onset 
bowel cancer. Genetic mutations that may 
be inherited are estimated to occur in 5% to 
35% of people with early-onset bowel cancer, 
compared to 2% to 5% of bowel cancer cases 
overall.2 Approximately half of these inheritable 
abnormalities in early-onset bowel cancer involve 
genes associated with Lynch syndrome,  
a hereditary form of bowel cancer.6 However, 
it is cases of bowel cancer without genetic 
mutations (sporadic cancer) that are increasing 
more rapidly in people aged under 50. This 
implies that there are potentially multiple 
behavioural and environmental reasons why 
rates of early-onset bowel cancer are increasing. 
Furthermore, since rates of bowel cancer are 
not increasing in people aged over 50 years, 
additional factors are likely to be causing the 
increase in younger people. 

Overview of 
early-onset 
bowel cancer 
in New Zealand

Figure 2.

Anus

TRANSVERSE COLON

ASCENDING
COLON

DESCENDING
COLON

Right colic
(hepatic) flexure

Left colic
(splenic) flexure

Taenia coli Haustra

Sigmoid
flexureCecum

Appendix

Rectum

Ileum

SIGMOID COLON



Never Too YoungNever Too Young 1312

Risk factors for bowel cancer overall include a lack 
of physical exercise, alcohol consumption, smoking, 
and a Western diet with reduced consumption 
of fruit and vegetables and a high intake of red 
meat and ‘fast food’.11,12 All these factors contribute 
to obesity, which is also a risk factor for bowel 
cancer.11 The evidence that these factors are 
driving a specific increase in early-onset bowel 
cancer is much less certain. 

The gut microbiome (all the microbes in 
the digestive tract) may be involved in the 
development of sporadic bowel cancer, and 
especially so in early-onset bowel cancer. The gut 
microbiome is influenced by environmental factors 
including exposures in infancy, diet, and antibiotic 
use, all of which have changed over the period 
that early-onset bowel cancer has increased.2,5,13,14 
Exposures to microplastics have also increased 
dramatically in recent decades resulting in 
disruptions to the gut microbiome and suggestions 
that microplastics may be contributing to the 
increase in early-onset bowel cancer.15,16 

In New Zealand people are eligible for the 
National Bowel Cancer Screening Programme 
at age 60 (age 58 from April 2026), meaning 
early-onset cancer is generally diagnosed after 
symptoms develop, resulting in a longer delay in 
the time to diagnosis than in older patients.6,17 
Unsurprisingly, given the lack of screening, 
advanced disease is more common in those 
with early-onset bowel cancer, compared to 
later-onset bowel cancer.2,6,17,18 In this country, 
36.2% of people with early-onset bowel cancer 
were diagnosed in emergency settings, compared 
to 23.7% of those with later-onset disease.8 

The impact of bowel cancer is often different for 
people diagnosed at a younger age.19 All people 
with bowel cancer can experience distress, 
however, those with early-onset bowel cancer 
have more years of life to lose and they often have 

young families, resulting in even greater levels of 
distress.8,20 These feelings of distress are frequently 
amplified by the experience of diagnostic delays 
caused by a lack of access to screening and 
delayed symptomatic investigations.20 Early-onset 
bowel cancer also results in a substantial loss of 
earnings and often truncates career progression, 
which may have permanent negative financial 
consequences for entire families.8

The Bowel Screening Pilot that ran from 2011 
to 2015 in the Waitematā District invited men 
and women aged 50 to 74 years to use a self-
administered faecal blood screening test, with 
eligible people recalled every two years.21 It was 
concluded that bowel cancer screening in New 
Zealand in this manner was highly cost effective 
because it resulted in substantial cost-savings via 
reduced treatment costs of bowel cancer, as well 
as gains in the quality and quantity of life lived. 
A similar pattern of benefit was found for Māori. 
Notably, as the cost of cancer treatment has 
increased markedly in the years since the pilot 
was conducted, the cost effectiveness of bowel 
cancer screening will also have increased.

Conclusion
New Zealand currently has a two-tiered approach 
to detecting bowel cancer, resulting in younger 
people experiencing both longer delays in time 
to diagnosis and later stage at diagnosis. 
The impact of bowel cancer diagnosis and 
treatment on young people is high, with many 
needing to stop work, causing financial hardship 
for their families in addition to the impact of the 
cancer diagnosis. Lowering the age of eligibility 
for the National Bowel Cancer Screening 
programme to 45 years would result in more 
younger people having their tumours detected 
earlier, thereby facilitating prompt treatment 
and reducing the impact of the disease.

You’re never too 
young – trust yourself 
and keep pushing until 
someone listens.

Amelia – Stage 3 
Diagnosed aged 26

https://info.health.nz/keeping-healthy/cancer-screening/bowel-screening
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You know your body 
best – if something 
feels off, speak up 
and get it checked.

Jess – Stage 3 
Diagnosed aged 26

The Never 
Too Young 
survey

In comparison with similar surveys 
conducted internationally, the New 

Zealand survey has an exceptionally 
high response rate. The 354 people 
with early-onset bowel cancer who 

reached out to us is equivalent to the 
entire annual cohort of New Zealanders 

diagnosed with bowel cancer 
every year.

To give a voice to younger adults in Aotearoa 
New Zealand who have been diagnosed with 
bowel cancer, Bowel Cancer New Zealand 
conducted the Never Too Young Survey. This survey 
is part of the broader Never Too Young campaign 
that aims to increase bowel cancer awareness 
amongst the public and health professionals.

Methods
The content and structure of the survey was 
guided by similar surveys that had been 
conducted in Australia, the United Kingdom, 
and the United States.22–24 The survey was 
anonymous and respondents were not paid to 
participate. Ethical approval was granted by the 
University of Otago Human Ethics Committee 
(Health - H24/0177). The survey was also endorsed 
by the University of Otago, and Māori Research 
Expertise Rōpū.

The survey was first launched via the social media 
platforms on 5 September 2024, and data was 
collected for this report until 31 January 2025. 
Potential respondents were sent electronic 
invitations to participate. Potential participants 
were also asked if they would be willing to be 
involved in more detailed interviews to describe 
their experiences (see: “Summary of respondent’s 
thoughts”). Participants were referred to a 
cancer psychologist if any issues arose during 
the interview.

Findings
There were 410 people who responded to the 
Never Too Young survey, 354 of whom were aged 
under 50 years at diagnosis and 56 aged over 
50 years at diagnosis. All the survey findings 
below relate to the 354 respondents aged 
under 50 years at diagnosis, i.e. with early-onset 
bowel cancer.

Most respondents with early-onset bowel 
cancer were women (70%), with one respondent 
preferring not to identify with a gender. The 
respondents predominantly identified as Pākehā 
(62%) or European (27%), with Māori (6%), Pasifika 
(2%) and Asian (1.5%) respondents making up the 
remainder. 
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Figure 3 shows the percentage of respondents 
from each region in Aotearoa New Zealand. 
Almost two-thirds lived in the North Island, with 
Auckland, Wellington, Waikato and Bay of Plenty 
having the highest numbers. In the South Island, 
two-thirds of respondents lived in Canterbury, 
which was the region with second highest number 
of respondents nationally, slightly fewer than 
Auckland.

Figure 3. Regions of Aotearoa New Zealand 
where survey respondents live

Figure 4 shows the age of respondents when they 
were diagnosed with bowel cancer. The average 
age at diagnosis was 41.4 years and one-third of 
respondents were aged ≥45 years at diagnosis.
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Figure 4. Age of Diagnosis

At the time of diagnosis, 89% of respondents were 
engaged either in full-time (69%) or part-time 
(20%) work. This highlights the financial burden 
a diagnosis of bowel cancer places on families. 
Approximately 3% of respondents were studying 
when they were diagnosed with bowel cancer.

Symptoms

Half of respondents did not know what the 
symptoms of bowel cancer were prior to their 
diagnosis, with only one-third reporting an 
understanding about bowel cancer symptoms 
(17% did not answer this question). This is consistent 
with recent research commissioned by Bowel 
Cancer New Zealand identifying that among 
all New Zealand adults, there is a lower level of 
understanding about bowel cancer symptoms 
among younger people than older people.

Of those who reported having knowledge about 
the symptoms of bowel cancer, more than 90% 
knew bleeding from the bottom was a symptom. 
Other symptoms understood to be symptoms of 
bowel cancer included changes in bowel function, 
loss of weight, fatigue, stomach pain, feeling 
a ‘lump’, and being unable to empty bowels.

Don’t ignore symptoms 
– cancer doesn’t care 
about fitness or age.

Alex – Stage 3 
Diagnosed aged 33
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Over half (53%) of respondents saw a healthcare 
provider within four months of noticing their 
symptoms (Figure 5). In 18% of cases there was 
less than one month between noticing symptoms 
to a consultation with a healthcare professional. 
Waiting four to six months was reported by 13.5% 
of respondents, while 11% waited more than 
one year from noticing their symptoms before 
consulting with a healthcare professional. This 
variation in symptom duration before consulting 
a healthcare professional emphasises the need 
to raise bowel cancer awareness amongst the 
general population. 

Figure 5. Time from noticing symptoms 
until seeing a healthcare professional.

Figure 6. Symptoms leading to a consultation 
with a doctor.
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Colonoscopy and Testing

The survey found that people with undiagnosed 
early-onset bowel cancer experience variable 
access to investigations and colonoscopy. While 
45% of respondents only needed to see one 
healthcare provider before their symptoms 
were investigated, 44.5% needed to consult 
between two and five healthcare providers before 
investigations were requested. In 71% of cases, 
the referral for colonoscopy was made by the 
respondent’s general practitioner. Most referrals 
were accepted, with 7% reporting that their 
referral was declined.

Figure 7. Number of healthcare practitioner 
visits between symptom onset and diagnosis 
of bowel cancer.

The most common symptoms that caused 
respondents to seek a consultation with a 
healthcare professional are shown in Figure 
6. Almost half (47%) of respondents reported 
bleeding from the bottom as reason for consulting 
a doctor, followed by pain (38.5%), changes in 
bowel function (34%), fatigue (33.5%), and loss 
of weight (11%). Two or more symptoms were 
reported by 60% of respondents when consulting 
with a doctor.
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Figure 8: Shows the duration of time that passed 
between the respondent’s initial consultation with 
a healthcare professional until their symptoms 
were investigated with testing or colonoscopy. 
Once again, substantial variation in the timeliness 
of investigations was reported with 38% of 
respondents waiting less than one month and two-
thirds receiving investigations within four months 
of seeing a healthcare professional. However, 10% 
waited 6–12 months, and 14% needed to wait 
more than one year. Notably over a fifth of those 
who waited more than a year for investigations 
had already waited over a year from noticing 
symptoms to seeing a healthcare professional.

Overall, the journey for people in Aotearoa New 
Zealand with early-onset bowel cancer from 
noticing symptoms, to seeing a healthcare 
professional and subsequently receiving 
investigations, has many similarities to that 
experienced by people in the United Kingdom with 
early-onset bowel cancer.23 There is often a delay 
between noticing symptoms and consulting with 
a general practitioner, particularly for those with 
reduced awareness about the symptoms of bowel 
cancer. Multiple visits to a general practitioner are 
also frequently needed before investigations are 
conducted, often due to the symptoms of bowel 
cancer being attributed to other causes that are 
generally more common in younger people.

Figure 8. The duration of time between initial 
consultation until symptom investigation.

People who experience diagnostic 
delays also experience greater levels of 
cancer-related distress after they are 

diagnosed with bowel cancer.20
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Tellingly, many of the respondents underwent 
investigations for their symptoms via private 
health insurance or by self-funding a colonoscopy. 
Overall, 58.5% of respondents diagnosed with 
early-onset bowel cancer had private health 
insurance. Of those who had private health 
insurance, 63% had investigations performed 
privately and 69% saw a specialist privately.

Amongst respondents who received an early 
investigation, i.e. less than two months from 
seeing a healthcare professional, 37% had the 
investigation performed in private care, and 
33% used private health insurance to pay for the 
procedure. Of those who had private and early 
investigations and could remember what stage 
of bowel cancer they had at diagnosis, 34% were 
Stage 1 or Stage 2, 42.5% were Stage 3, and 
20.5% were Stage 4. This finding demonstrates 
that even with prompt colonoscopy after noticing 
symptoms, people with early-onset bowel cancer 
are more likely to be diagnosed at a later stage 
than older patients. This finding is consistent 
with multiple international and New Zealand-
based studies that have also found that people 
with early-onset bowel cancer are more likely to 
present with advanced disease.2,6,17,18
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Cancer may take my 
future, but it will never 
take my love, memories, 
or strength.

Kerry – Stage 4 
Diagnosed aged 49

More than one in five respondents (21%) reported 
being diagnosed with bowel cancer via an 
Emergency Department admission. Although the 
rate of Emergency Department diagnosis may 
have been different amongst the entire cohort 
as this question was initially not included in the 
survey and was answered by 153 people. Several 
studies have found that people in New Zealand 
with early-onset bowel cancer are more likely to 
be diagnosed via presentation at an Emergency 
Department, compared to people with later-onset 
bowel cancer.8,17 Diagnosis of bowel cancer in an 
Emergency Department has been associated 
with an increased risk of mortality, although in 
New Zealand the relationship between diagnostic 
delays and outcomes is complex in early-onset 
bowel cancer.17,25 

Many respondents were not told (or did not 
remember being told) what stage of bowel cancer 
they had at diagnosis, with only 59% reporting 
they were provided with this information. For those 
who remember being told, almost two-thirds (65%) 
of respondents had Stage 3 or 4 bowel cancer at 
diagnosis (Figure 10).

Figure 10. Bowel cancer staging at diagnosis.
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The duration of time between first noticing 
symptoms to being diagnosed with bowel cancer 
was also highly variable (Figure 9). Almost half 
(45.5%) of respondents waited fewer than four 
months to be diagnosed with bowel cancer. 
Notably, of those who waited more than one 
year from symptom onset to diagnosis, one third  
had waited more than one year from noticing 
symptoms before consulting with a healthcare 
professional.

Figure 9. The duration of time between first 
noticing symptoms to being diagnosed with 
bowel cancer.

Almost one-third (31.5%) of respondents initially 
received an alternative diagnosis for their 
symptoms. The most frequent alternative 
diagnosis was irritable bowel syndrome (38%), 
followed by haemorrhoids (19%), dietary 
intolerance (14%) and ulcerative colitis (10%). 
Among female respondents who received an 
alternative diagnosis, 16% were diagnosed 
with menopause or a pregnancy-related or 
gynaecological condition.
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Unfunded Drugs

Information about unfunded drugs for the 
treatment of bowel cancer was reported to 
be provided to just 15.9% of respondents. 
Approximately 9% of respondents could not 
remember if they were provided with information 
about unfunded drugs. 

Only 8% of respondents received treatment for 
bowel cancer with unfunded drugs. Of the 44 
respondents who reported being diagnosed 
with Stage 4 bowel cancer, 64% were given 
information about unfunded drugs and 43% 
received unfunded drugs as part of their 
treatment. The cost of treatment with unfunded 
drugs was at least in part covered by private 
health insurance in 63% of respondents, while 
the remainder relied on a mix of savings and 
fundraising to cover the cost of unfunded 
treatment.

Body Image and Fertility

A stoma was created in one-third of respondents 
with early-onset bowel cancer, and in more than 
three-quarters of people who underwent this 
procedure (colostomy or ileostomy) the stoma 
was temporary.

The impact of having a stoma was pronounced for 
many with approximately three-quarters reporting 
a negative impact on their body image (73%), with 
even more respondents experiencing a negative 
impact on their intimate relationships (84%), 
and over one-third (35%) describing this as “very 
much”. This negative experience is a consistent 
finding in patients with early-onset bowel cancer 
who require a stoma, and for some it is a strongly 
emotive experience.26

Healthcare professionals initiated a discussion 
about the potential effects of treatment on 
sexual function with a majority (58%), although 
almost one-third of respondents (31%) reported 
not discussing the issue. Sexual function remains 
an ongoing problem for almost one-quarter of 
respondents (22.5%), with an additional 20% 
reporting themselves as being unsure of the issue. 
Again, this finding is consistent with studies that 
have found early-onset bowel cancer often causes 

intimacy issues with couples and that early-onset 
disease is associated with higher rates of sexual 
dysfunction.27,28

Fertility advice was not routinely provided to 
respondents receiving treatment for bowel 
cancer, with 30% reporting they did not receive 
fertility advice, while 29% did receive fertility 
advice. Fertility advice was reported as being not 
applicable by more than one-third (36.5%) 
of respondents. Conversely, a fertility specialist 
was seen by 6% of respondents.

Family, Finances and Other Challenges

Most (68%) survey respondents had preschool or 
school-aged children when they were diagnosed 
with bowel cancer. Financial hardship due to 
their diagnosis was reported by almost half 
(48.5%) of respondents. Of those who struggled 
financially following the diagnosis, the biggest 
impact was caused by barriers to employment 
with 90% being unable to work for a period, 
77% needing to stop work altogether, and 46% 
having a main carer who needed to reduce their 
working hours. Additional factors contributing to 
financial hardship included the cost of travel for 
appointments (56%), food cost due to dietary 
changes (42%), the cost of unfunded treatments 
and investigations, and increased childcare costs 
(20%). These negative effects of early-onset 
bowel cancer are a common finding, particularly 
amongst people who are self-employed.26

Fatigue was a substantial problem for almost two-
thirds (63%) of respondents, with a similar number 
(62%) reporting anxiety and/or depression at some 
point in their treatment journey. Whānau and 
friends were a source of psychological support for 
41% of respondents, with 35% seeking professional 
help. Nurse specialists (9%), support groups (9%), 
and Bowel Cancer New Zealand nurses (5%) were 
also reported as being important for respondents.

Figure 11 shows the challenges faced by 
respondents following their diagnosis with bowel 
cancer. Overwhelmingly, fear of recurrence (81%) 
and emotional exhaustion (69.5%) were the most 
common challenges experienced by people with 
early-onset bowel cancer.

Figure 11: Challenges faced by young people 
diagnosed with bowel cancer. 

Summary of Respondent’s Thoughts

Several themes emerged from our face-to-face 
interviews with people who had been diagnosed 
with early-onset bowel cancer:

	■ �Many recalled being told they were “too young 
to have bowel cancer” during their journey 
to diagnosis

	■ �Respondents often praised the treatment 
teams that had provided them with care

	■ �“Feeling lucky” was a sentiment expressed 
by many respondents
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‘Felt abandoned by hospital (once 
treatment completed)’

‘It is so, so lonely….’

‘Ongoing trauma once treatment is 
finished, seems I’m more worried now 
about my outcome’

‘I was continually told my symptoms were 
anxiety related’

‘There was no recognition of my age or 
preferences or how this would affect me 
long-term and I found that hard’

‘I feel I have had to advocate for myself 
more than should be necessary’

‘Complete shock to be diagnosed at 48 
years old after just having increased 
bowel motions and blood in my poo. 
Up until then I was working full time, 
exercising four times a week at the gym, 
lifting heavy weights, eating and sleeping 
well with plenty of energy’

‘Cancer doesn’t choose age or family with 
history. That was my most frustrating 
thing I always hear, you’re too young, so 
what I have it, and cancer doesn’t choose 
an age or family’

‘…. I had been declined for a colonoscopy 
due to being too young and not having 
enough symptoms (had been bleeding 
for around 2 years at this stage)’

‘I was diagnosed in ED after a bowel 
rupture – the emergency nature of this 
with no symptoms was confronting’

‘Age is nothing cancer can happen 
at any age...’

‘I was unprepared for the possibility of a 
tumour being found in my rectum due to 
my GP and the surgeon carrying out my 
colonoscopy prior saying it’s unlikely to be 
anything serious due to being fit young 
and healthy’

‘Private health insurance saved my life’

‘We need to educate people and fight 
for the screening age to be lowered 
significantly ‘
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Survey Limitations
Despite having a relatively large sample of New 
Zealand people with a lived experienced of 
early-onset bowel cancer, the Never Too Young 
survey does have limitations. Firstly, the cohort 
was heavily female with only 30% of respondents 
identifying as male. Māori and Pasifika people 
were also under-represented, meaning further 
research to explore the needs of non-Pākehā/non-
European people affected by bowel cancer 
is needed.

Information regarding the mode of cancer 
diagnosis, i.e. screening versus Emergency 
Department presentation, was not included when 
the survey was initially launched, but was added 
later. Therefore, approximately half of respondents 
did not indicate how they were diagnosed with 
bowel cancer.

Finally, it should be noted that a small number 
of respondents were diagnosed with bowel 
cancer more than 20 years ago, therefore their 
experience of the disease and its diagnosis and 
management may not reflect the current lived 
experience of patients diagnosed more recently.

Be Part of the Change
The voices in this report make one thing clear – 
bowel cancer can affect anyone, at any age.

Together, we can change the story.

By raising awareness, calling for earlier screening, 
and ensuring fair access to care, we can save 
lives and better support those facing bowel 
cancer today.

Here’s how you can make a difference:

1.	� Know the symptoms: Learn what to look for 
using our online Symptom Checker, or book 
an awareness talk for your workplace or 
community group

2.	� Speak up: Tell your MP or party leader that 
these issues matter to you and help advocate 
for lowering the screening age to 45. Download 
our letter template or send your message 
through our website

3.	� Support families: Help fund counselling, 
rehabilitation, and practical assistance for 
people affected by bowel cancer through the 
donation page on our website

4.	� Encourage screening: If you or someone you 
know is eligible for the free at-home screening 
kit (age 58+), check it’s been received and 
completed – and order a new kit if needed. 
Learn more on the Health New Zealand website

5.	� Stay connected: Sign up for updates on our 
work, progress, and ways to get involved 
through our website

Every action counts. 
Together, we can make earlier diagnosis 
the norm – not the exception.

If caught early, bowel 
cancer is preventable 
– don’t sit on your 
symptoms.

David – Stage 4 
Diagnosed aged 41
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