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Patient-reported experiences of early-
onset colorectal cancer in Aotearoa
New Zealand

Victoria Thompson, Oliver Waddell, Tamara Glyn, Christopher GCA Jackson, Frank
Frizelle, Rachel V Purcell, Bowel Cancer New Zealand

ABSTRACT

AIM: Early-onset colorectal cancer (EOCRC; <50 years) is rising globally, yet the lived experiences of people diagnosed with EOCRC is
poorly described. We aimed to carry out a survey to explore patient-reported experiences among people with EOCRC in Aotearoa New
Zealand.

METHODS: A nationwide, anonymous online survey (August 2024 to January 2025) of people diagnosed with colorectal cancer (CRC)
before age 50 years was undertaken. Descriptive analyses report counts/percentages overall and, where relevant, report respondents
to each item; ethnicity was summarised using prioritised and total-response approaches.

RESULTS: Three hundred and fifty-three people (mean age 41.4 years; 70.5% female) responded to the survey. Half of the people
reported =26 months from first symptoms to diagnosis and 20% waited more than 12 months for a diagnosis; around 20% of respondents
made four or more healthcare visits before referral and 7.1% had a colonoscopy referral initially declined. Initial misdiagnoses were com-
mon (112/353; 31.7%) with similar rates between males and females. Among those reporting stage, two-thirds had Stage IlI-IV. Over
half of patients used private care, often via insurance (189/353; 53.5%), yet delays occurred in both insured and uninsured groups. Fer-
tility counselling (29.2%) and sexual side-effect counselling (31.2%) were uncommon, with 23% of respondents reporting persistent
sexual dysfunction. Only 12.8% of people received information tailored to younger adults and cultural support was offered to only
7.6% of people.

CONCLUSIONS: Younger New Zealanders with CRC reported prolonged diagnostic intervals, frequent initial alternative explanations for

symptoms and late-stage disease. Respondents also reported gaps in age-specific information and supportive care.

he incidence of early-onset colorectal cancer

(EOCRC), diagnosed before the age of 50

years, has increased steadily in many high-
income countries over the past two decades, even
as incidence stabilises or declines in older age
groups; nearly one in 10 cases of colorectal cancer
(CRC) worldwide now occur in people under 50
years.! These trends underscore the need for
timely recognition of red-flag bowel symptoms
and prompt diagnostic referral for people of all
ages, while ensuring that younger adults are not
overlooked because of their age.

In Aotearoa New Zealand, national and regional
analyses show rising rates in younger adults.*
While New Zealand’s National Bowel Screening
Programme has historically included people aged
60-74 years, the government has announced a
staged lowering of eligibility to 58 years from late
2025;5 however, most EOCRC cases remain outside
screening age. These trends underscore the need
for early symptom recognition and expedited
diagnostic referral in younger adults.

Patient-reported evidence consistently highlights
diagnostic delay and misattribution of symptoms
in EOCRC. Large advocacy-led surveys describe
frequent initial misdiagnoses (e.g., haemorrhoids,
irritable bowel syndrome [IBS]), multiple healthcare
visits before referral and substantial psychosocial
impact on younger adults and their families.”®
Younger adults also report age-specific needs and
difficulties that extend beyond tumour treatment,
including fertility preservation and counselling,®?
sexual function,”® body image, return-to-work/
education,™ childcare and financial strain.’s
Emerging EOCRC literature underscores gaps in
survivorship resources tailored to this life stage.¢

Despite growing international attention, New
Zealand patient perspectives remain under-
described outside small regional cohorts, and
system-level context (public vs private access,
cultural support and information tailored to
younger patients) is rarely captured systemat-
ically.'” This study reports nationwide, patient-
reported experiences of EOCRC in New Zealand,
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focussing on diagnostic intervals and referral, stage
at presentation, treatment-related information
and access (including private healthcare) and
supportive-care domains such as fertility, sexual
health, age-specific information and cultural
support, recognising that these findings are
descriptive and based on self-reporting.

Methods
Study design and setting

We conducted a cross-sectional, anonymous
online survey of people diagnosed with CRC under
50 years of age, co-ordinated by Bowel Cancer
New Zealand (BCNZ) in collaboration with the
Department of Surgery and Critical Care, University
of Otago, Christchurch. The Participant Information
Sheet outlined the study purpose, eligibility, risks
and contact details, and confirmed anonymity
and data security. Ethical approval was granted
(H24/00177) by the University of Otago Human
Ethics Committee (Health). All participants gave
informed consent.

Participants and recruitment

Eligible participants were patients or survivors
diagnosed with CRC at <50 years. Recruitment
occurred nationally via BCNZ channels (website,
newsletters, social media, Facebook support group)
and patient networks. Promotional materials
invited younger adults with CRC to complete a 10-
to 20-minute anonymous survey; the invitation
noted ethical approval and included a draw for
a grocery voucher, with contact details captured
separately from survey responses to preserve
anonymity. Recruitment ran from August 2024
through to 31 January 2025; eligible respondents
could have been diagnosed in any year prior to
survey completion, so experiences may span
periods with differing levels of access to cancer
nurse specialists and other support services.

Survey measures

The survey was co-developed by BCNZ and
academic collaborators and covered nine
domains: demographics; symptoms and aware-
ness; diagnostic intervals and referral pathway
(including number of healthcare visits and
declined referrals); colonoscopy timing; private
healthcare access and payment; cultural support;
diagnosis and stage; treatment information (e.g.,
biomarkers, unfunded medicines); sexual health;
stoma/body image; fertility; family history and
genetic services; and financial and psychosocial
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impact. Response formats included single-choice,
multiple-choice, Likert-type items and free-text.
Survey items and response options are detailed in
the survey (Appendix).

The survey asked whether participants were
given information tailored to younger people
(diagnostic/treatment/recovery), whether they
were offered referral to cultural support services
(e.g., Maori or Pacific support services) and
whether they had private health insurance or
used private specialists/tests and how these were
funded. It also captured family history of CRC and
referral to genetic services during treatment or
follow-up.

Data analysis

Survey responses were collected without
personal identifiers. For analysis, we included all
submitted responses meeting eligibility, yielding
n=353. We conducted descriptive analyses reporting
counts (n) and percentages (%). For time-interval
variables, categories followed the survey options
(e.g., <1 month, 1-2 months, 34 months, 5-6 months,
6-12 months, >12 months); for some summaries
we aggregated categories (e.g., 26 months).

Multi-select items were parsed so that each
selected option contributed one count (“total-
response” approach), and we pre-specified
denominators for each analysis as follows: For
single-choice items, the denominator was given
as the number of non-missing responses to
that item. Where appropriate, we also gave the
percentage out of the full sample (n=353). Multi-
select items (e.g., symptoms) were reported as
counts and percentages of the full sample; totals
may exceed 100%. “Not applicable”, “Don’t know”
and “Can’t remember” were treated as separate
categories descriptively and excluded from sub-
group denominators where noted (e.g., time-to-
diagnosis among those providing a timeframe).

Ethnicity was re-analysed using two New
Zealand-standard approaches: 1) prioritised
ethnicity (Ministry of Health — Manata Hauora
order: Maori > Pacific > Asian > Middle Eastern,
Latin American and African [MELAA] > Other
> European) assigning each respondent to one
group; and 2) total-response ethnicity, allowing
multi-ethnic identification. Free-text “ethnicity
specifics” entries were harmonised and mapped
to these categories.

Diagnostic intervals were analysed as: a) symp-
tom onset to diagnosis; b) first healthcare visit to
colonoscopy/computed tomography colonography
(CT colonography)/sigmoidoscopy; ¢) number of
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visits prior to referral, and d) declined colonoscopy
referrals. Stage was summarised overall and by
early (I-1I) vs advanced (III-IV) disease. Misdiagnosis
categories (e.g., IBS, dietary intolerance) were
reported as provided; “Other” free-text entries
were grouped descriptively.

Results

Patient demographics

A total of 353 respondents under the age of
50 years completed the survey. The mean age at
diagnosis was 41.4 years (median 42; range 22-49
years). When grouped by decade, the majority of

Table 1: Cohort demographics.
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people were diagnosed between 40 and 49 years
(238/353, 67.4%), followed by 30-39 years (106/
353, 30.0%), with only nine respondents (2.6%)
diagnosed before the age of 30 years.

The survey cohort was predominantly female
(249/353; 70.5%), with 103 males (29.2%) and one
participant who preferred not to state gender.
The majority self-identified as Pakeha/European
(314/353; 89%), with smaller proportions identifying
as Maori (21/353; 5.9%), Pacific (7/353; 2.0%) or Asian
(5/353; 1.4%). Respondents were widely distributed
across New Zealand, with the largest groups from
Auckland (25.5%) and Canterbury (24.4%), followed
by Wellington (9.9%) and Waikato (8.5%) (Table 1).

n %
<30 9 2.5
Age at diagnosis (years) 30-39 106 30.0
40-49 238 67.4
Female 249 70.5
Gender Male 103 29.2
Prefer not to say 1 0.3
Maori 21 5.9
Pacific 7 2.0
Asian 7 2.0
Ethnicity (prioritised)
MELAA 2 0.6
Other 7 2.0
European 309 87.5
Auckland 90 25.5
Canterbury 86 24.4
Wellington 35 9.9
Waikato 30 8.5
Bay of Plenty 27 7.6
Region Otago 16 4.5
Hawke’s Bay 14 4.0
Nelson-Marlborough 13 3.7
Manawatt-Whanganui 11 31
Southland 9 2.5
Other/unspecified 22 6.2

MELAA = Middle Eastern, Latin American and African.
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Symptoms and presentation

The most common symptoms prompting
medical consultation were rectal bleeding in
almost half of respondents (175/353; 49.6%),
abdominal pain (136/353; 38.5%), change in bowel
habits (129/353; 36.5%) and fatigue (127/353;
36.0%). Other reported symptoms included sen-
sation of incomplete evacuation (79/353, 22.4%),
unintentional weight loss (47/353; 13.3%) and a
palpable abdominal mass (19/353; 5.4%). One-
quarter (94/353; 26.6%) reported “other”, often
non-specific, gastrointestinal symptoms.

Time to diagnosis and referral pathways

Delays between symptom onset and diagnosis
were frequently reported. Among those who
provided a timeframe (n=327), 165 (50.5%)
experienced delays of >6 months, with 71 (21.7%)
waiting more than 12 months to receive a diagnosis
of CRC. From first healthcare consultation to diag-
nostic investigation (colonoscopy, CT colonography
or sigmoidoscopy), over half (199/337; 59.1%)
were investigated within 2 months. However, 49
(14.5%) waited longer than 12 months.

Most respondents reported multiple healthcare
visits before referral. While one to two visits were
reported by the majority, 77/353 (21.8%) required
four or more visits before referral (Figure 1A).
Additionally, 25/353 (7.1%) reported that their
colonoscopy referral was initially declined, most
commonly within the public health system.

Misdiagnosis was frequent, with 112/353 (31.7%)
initially given an alternative explanation for their
symptoms (Figure 1B). The most common sugges-
tions were IBS (>30 cases), dietary intolerances
(nine or more), diverticular disease (six), ulcerative
colitis (six) and, less commonly, coeliac disease or
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other gastrointestinal disorders. A large subset
(64/112; 57.1%) were grouped under “other”
diagnoses, typically vague gastrointestinal or stress-
related explanations. There was no difference in
proportions of males and females being misdiag-
nosed (males, 31%; females, 32%).

Delays in accessing colonoscopy or specialist
referral often led patients to pursue private
healthcare. Nearly half of respondents reported
seeing a specialist privately (155/353; 43.9%) or
undergoing private investigations (145/353; 41.1%),
most commonly gastroenterology or surgical
consultations. Access was frequently facilitated
by private health insurance (189/353; 53.5%),
although a minority paid out-of-pocket. Long
diagnostic delays were reported across both
insured and uninsured respondents. While there
was a trend toward a higher proportion of those
without private health insurance experiencing
delays greater than 12 months (26.2 vs 18.2% with
insurance), delays were common in both groups.

Treatment-related findings

Of the 210 respondents who recalled their stage
at diagnosis, 93 (44.9%) were diagnosed at Stage III
and 44 (21.3%) at Stage IV, meaning that 137/207
(66.2%) presented with advanced disease (Stage
III-1V). Only one-third of people (70/207; 33.8%)
were diagnosed at an early stage (I-1I) (Figure 1C).

Over one-third of respondents (135/353; 38.2%)
reported a family history of CRC. Among these,
85 (63.0%) were referred to genetic services,
while more than one-quarter (39; 28.9%) were
not referred despite their family history. Overall,
fewer than half of all respondents (172/353; 48.7%)
reported being referred to genetic services during
treatment or follow-up. Only a small minority of

Figure 1: A) illustrates the number of healthcare visits the survey respondents made before being referred to a
specialist service, B) shows the proportion of respondents who were initially misdiagnosed, and C) shows the cancer

stage at diagnosis.
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Figure 2: A) shows the proportion of respondents who needed to take a leave of absence from work or study due
to their diagnosis of colorectal cancer, and B) shows the proportion of people who reported experiencing financial
difficulty related to their diagnosis of colorectal cancer.

(A) (B)
Work/study leave of absence Financial difficulty
= Fyull-time
® Yes
® Part-time
= No
= No leave

Figure 3: A) illustrates the proportion of people who were offered advice about fertility, B) shows the proportion of
respondents whose fertility was affected by their treatment for colorectal cancer, C) shows the proportion of people
who received counselling/information on the possible side effects of their treatment on sexual function, and D)
shows the proportion of people who reported issues with sexual function after treatment for colorectal cancer.

(A) (B)

Received fertility advice Treatment-related infertility

M Yes
uYes
M Unsure
= No
m No
(C) (D)
Counselled on sexual side effects Issues with sexual function
M Yes
M Yes
B No
® No
M Unsure
B Unsure
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respondents (27/353; 7.6%) were offered referral to
cultural support services during their treatment.
Among Maori and Pacific respondents (n=10), just
two people (20%) were offered such support, while
the majority (6/10; 60%) reported that they were
not.

Impact on work and finances

The majority of participants reported significant
disruption to work or study, with 209/353 (59.2%)
taking a full-time leave of absence and a further
61/353 (17.3%) reducing their workload. Almost half
(169/353; 47.9%) experienced financial difficulties
directly attributable to their diagnosis, citing loss
of income, out-of-pocket costs for treatment, and
additional household or childcare expenses.

Fertility, stoma and body image, and
sexual health

Fertility discussions were limited. Only 103/353
(29.2%) received fertility advice before or during
treatment, and just 21/353 (5.9%) saw a fertility
specialist. A total of 50/353 (14.2%) reported
treatment-related infertility, with a further 61/353
(17.3%) unsure of their fertility status post-
treatment. A permanent stoma was uncommon
(27 of 353; 7.6%), although a stoma was required as
part of treatment for 120/353 (34.0%) respondents.
Most with a stoma reported negative effects on
body image (88/120; 73.3%) and intimate rela-
tionships (101/120; 84.2%). Only 110/353 (31.2%)
recalled being counselled about potential sexual
side effects of treatment, despite nearly a quarter
of respondents (22.7%) reporting ongoing issues
with sexual function.
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Support services

Few respondents reported being given infor-
mation tailored specifically to younger adults.
Only 45/353 (12.8%) recalled receiving diagnostic,
treatment or recovery information relevant to their
age group. The majority (67.1%) reported receiving
no such information, while a further 20% could
not recall. This highlights a gap in age-appropriate
support and resources for younger patients. Over-
all, only 7.6% of people reported being offered
referral to a cultural support service. Among
those identifying as Maori or Pacific (n=28), nine
(32.1%) were offered cultural support and 14
(50.0%) were not; the remainder could not recall.

Discussion

This nationwide survey undertaken by BCNZ
provides new insights into the experiences of
people with EOCRC in New Zealand. The results
highlight significant diagnostic delays, high rates of
patient-reported initial alternative explanations for
symptoms, frequent advanced-stage presentation
and substantial impacts on work and finances.

While half of respondents reported waiting 6
months or longer from first symptoms to diagnosis,
we also found that 59% were investigated within
2 months of their first healthcare consultation,
indicating that timely investigation does occur for
many younger patients. Respondents described
prolonged intervals from first symptoms to diagno-
sis and multiple healthcare visits before referral,
and many perceived barriers to timely referral
for diagnostic colonoscopy. Almost one-third
reported that an alternative explanation for their
symptoms was initially given, most commonly

Figure 4: A) illustrates the proportion of respondents who received age-specific information related to early-onset
colorectal cancer, and B) shows the proportion of people who were offered cultural support during their cancer

journey.
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functional gastrointestinal disorders, based on
their recollection. These patient-reported initial
explanations cannot be directly verified against
clinical records and may not reflect the clinician’s
full differential diagnosis. No difference in initial
misdiagnosis was reported between males and
females, suggesting that there was no gender bias
in the attribution of bowel symptoms to benign
or stress-related conditions, in contrast to other
international studies.®'®

Consistent with these delays,"”® two-thirds
of respondents reported being diagnosed with
advanced disease (Stage III-1V). This proportion
appears higher than reported in the general New
Zealand CRC population, where older patients
benefit from screening programmes and may be
more likely to be diagnosed at earlier stages;?%?!
however, our study did not include a comparator
cohort, and we cannot quantify differences
between age groups. International studies of
EOCRC similarly report high rates of late-stage
presentation, often with metastatic disease.!>?>23
Our findings therefore align with global data,
reinforcing concern that younger adults are at
particular risk of delayed diagnosis and poor
outcomes.

Another important gap identified was the
lack of age-specific information provided to
patients. Fewer than 13% of respondents reported
being given diagnostic, treatment or recovery
information tailored to younger adults, and two-
thirds received no such guidance. This aligns with
other findings from the survey, including limited
fertility counselling, inadequate discussion of
sexual side effects, and the profound work and
financial disruptions reported. In addition, nearly
60% of respondents required full-time leave
from work or study, and almost half experienced
financial hardship. Challenges related to income,
work and sexual function are important for
patients of all ages but may have particular
implications for younger adults who are often
working, studying or raising families at the time of
diagnosis. Together, these results emphasise that
younger patients face unique challenges at the
time of diagnosis and throughout survivorship,
yet current information and support systems
remain largely designed for older populations.!>!42
Addressing this gap is essential to ensure that care
pathways, patient resources and survivorship
programmes are relevant to the needs of younger
adults with CRC.

A large proportion of respondents reported
using private care, and almost half had pri-
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vately funded tests, most often facilitated by pre-
existing health insurance. Delays were reported
in both insured and uninsured groups, and in
our descriptive analysis a higher proportion of
those without insurance reported delays greater
than 12 months. These findings describe patterns
of private and public healthcare use among
respondents but cannot determine whether private-
sector access altered diagnostic timelines or con-
tributed to inequities.?!

Fertility counselling was uncommon, and
very few patients saw a fertility specialist before
treatment. Among those who required a stoma,
the majority reported adverse effects on body
image and relationships. Similarly, only a minority
received counselling about potential sexual
side effects, despite almost a quarter reporting
persistent dysfunction. These findings demonstrate
that the supportive care needs of younger patients
are not being adequately addressed, as has been
reported globally.???® Cultural needs also appear
to be insufficiently addressed. Fewer than 8% of
all respondents were offered referral to cultural
support services, and only one-third of Maori and
Pacific participants reported being offered such
support. Culturally responsive care is vital for
patients of all ages, and given persistent inequities
in cancer outcomes for Maori and Pacific peoples
in New Zealand,’>?® these findings suggest that
younger respondents did not always experience
access to such support.

Family history of CRC was common in this
cohort, with 38% reporting an affected relative.
Despite this, only 63% of those with a family his-
tory reported being referred to genetic services,
and overall fewer than half of all respondents
recalled such a referral. Given the importance
of hereditary CRC syndromes, such as Lynch
syndrome, and the value of cascade testing in
reducing familial risk,” these self-reported data
raise questions about how genetic assessment is
experienced by younger patients. However, the
survey did not capture sufficient family history or
clinical information to assess whether referrals
were indicated or whether care aligned with New
Zealand guidelines.?* These findings highlight
variability in respondents’ recollection of referral
to genetic services and suggest an area that
may warrant further investigation using linked
clinical data.

The findings of this survey reinforce previous
reports that younger adults with EOCRC commonly
experience prolonged diagnostic pathways and
substantial psychosocial and supportive-care
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impacts. Respondents also described gaps in
age-specific information, fertility counselling,
sexual health discussions and cultural support.

Strengths and limitations

The main strength of this study is that it
represents the largest survey to date of EOCRC
patients in Aotearoa New Zealand, capturing
patient-reported experiences across the diagnostic,
treatment and survivorship continuum. The
nationwide scope, inclusion of Maori and
Pacific respondents and focus on issues unique
to younger adults add further value. However,
participation was voluntary and recruited largely
through patient networks, introducing potential
selection bias towards more engaged or resourced
patients; a gender skew was noted in respondents.
Recall bias is possible, particularly for stage,
diagnostic timelines and treatment details, as
respondents were reporting retrospectively, and
ethnic minority groups remain under-represented
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relative to their disease burden. The survey
instrument was developed collaboratively with
BCNZ but was not formally validated, and we did
not integrate clinical data, so we could not verify
diagnoses, staging, biomarker testing or treatments
against medical records. Because recruitment
occurred through voluntary participation and
advocacy-group networks, the findings may
not fully represent the broader EOCRC popu-
lation in New Zealand. Future studies combin-
ing patient-reported outcomes with validated
CRC-specific quality-of-life instruments (e.g.,
EORTC QLQ-C30 or QLQ-CR29) and linked clinical
data would strengthen conclusions. Reported
experiences also span multiple calendar years of
diagnosis, during which models of care, including
the availability of cancer nurse specialists, may
have evolved. In addition, our survey did not
include a comparator group of older patients,
so findings cannot be used to infer differences
between younger and older adults with CRC.
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Appendix

Appendix: Survey.
Survey Never too Young formatted

Section one

Demographics

Year of birth: (box with free-text)
Gender: (drop-down box with options)

s Male

e Female

* Non-binary
s Other

s Prefernot to say
Regicn: (drop down box with NZ regions to tick plus an ‘outside NZ’ option)

s Northland

¢ Auckland

s Waikato

e Bay of Plenty

s Hawke's Bay

s Central North Island

e Taranaki

* Manawatu-Whanganui
s Wellington

s Nelson-Marlborough

s West Coast South Island
s Canterbury

s Otago
s Southland
¢ Other
s QOutside NZ

Ethnicity: (drop-down box with options for selection)}

¢ NZ Maori
o Pakeha
s Pacific peoples (option to free-text where)
¢ Asian
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Appendix (continued): Survey.

European

Other (free-text box for answer}

Highest level of education reached: (drop-down box with options)

NCEA Level 1-3

Schoeol Certificate (under previous levels}
University Entrance (under previous levels)
NZQA Level 1 certificate

NZQA Level 2 certificate

NZQA Level 3 Certificate

NZQA Level 4-6 Certificate

University Certificate

Post Graduate Diploma

Post Graduate Masters

Doctor of Philosophy (PhD)

Private training establishment

NZ Institute of Skills And Technology (previously known as Polytechnics)

Other (include free-text box)

I was working or studying prior to my diagnosis: (drop-down box with options, able
to choose more than one option)

Full-time work

Part-time work
Full-time study
Part-time study

Section two

My symptoms

The symptoms that led me to visit a healthcare professional (e.g., general practitioner,

practice nurse, hauora health provider, healthcare family member, specialist) were:
{drop-down box with opticns, able to tick multiple boxes)

Bleeding from my bottom
Tiredness/fatigue

Lost weight without trying
Change to my usual bowel habits

Stomach pain
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Appendix (continued): Survey.

s Feltlike | couldn’t empty my bowels properly
¢  Alump in mystomach area

s Other (free-text box for answer)

Were you aware of the symptoms of bowel cancer prior to your diagnosis? (drop-down
box with options)

s Yes

e No
If you answered ‘Yes’ to the previous question, which symptoms were you aware of
which may lead to a diagnosis of bowel cancer: (drop-down box with options)

¢ Bleeding from the bottom

e Changes to usual bowel habits
s Paininabdomen/stomach

s Fatigue/tiredness

e Unexplained weight loss

s Other (free-text box for answer)

Where did you find out about the symptoms of bowel cancer? (drop-down box with
options, able to click multiple)

s Bowel Cancer NZ advertising

o Google

e Friends and/or family members

s Healthcare professional

e Social media platforms (extra free-text box to say which platform}
e Radio/TV

s Other (free-text box for answer)

| spoke with a healthcare professional after | had experienced symptoms for how long:
(drop-down box with options)

e Lessthan 1 month
e 1-2 months

s 2-3months

s 3-4 months

e 4-86 months

o 6-12menths

s Morethan ayear
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Appendix (continued): Survey.

Can’tremember/don’t know

If you waited before seeking advice from a healthcare professional, what were your

reascns? (drop-down box with options, able to tick multiple}

Thought symptoms would go away

Did not realise they might be serious

Embarrassment about symptoms

Worried about possible investigations or examinations
Too busy tc see someone

Could not afford tc see somecne

Scared it might be something serious

Other (drop-down free text box for answer)

How long was it from noticing symptoms until you got a diagnosis? (drop-down box
with options)

Less than 1 month
1-2 months

3-4 months

5-6 months

6-12 months
More than a year

Can’t remember/don’t know

Section three

My colonoscopy

From the time | first visited a healthcare professional about my symptoms until | received

a colonoscopy/CT colonography/sigmoidoscopy, | waited: (drop-down box with options)

Less than 1 month
1-2 months

3-4 months

5-6 months

6-12 months
More than a year

Can’tremember/don’t know
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Appendix (continued): Survey.

| visited a healthcare professional how many times prior to being referred for a
colonoscopy/CT colonography/sigmoidoscopy: (drop-down box with options)

1 healthcare professional

2 healthcare professionals

3 healthcare professionals
4-5 healthcare professionals
6-9 healthcare professionals

More than 10 healthcare professionals

How long after the original referral did you receive your colonoscopy/CT

colonography/sigmoidoscopy? (drop-down box with options}

The healthcare professional who referred me for my investigations which lead to

Less than 1 month
1-2 months

2-3 months

4-5 months

6-12 months
More than a year

Can’t remember/don’t know

the diagnosis was: (drop-down box with options)

| had to insist on getting further investigation of symptoms done: (drop-down box

Emergency clinic/department staff member
General practitioner/usual doctor

Nurse practitioner/nurse specialist

Medical specialist

Hauora healthcare member

Other (free-text box for answer)

with cptions)

I was denied a colonoscopy by either a healthcare provider or hospital due to my age:

Yes

No

My healthcare professional recommended
Can’tremember/don’t know

(drop-down box with opticns)
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Appendix (continued): Survey.

e Yes
s No
e Unsure

e Don’tknow

If you answered ‘Yes’ to the previous question, where did the denial come from: (drop-
down box with options)

e Hospital endoscopy clinic
¢ Healthcare provider

s Other (free-text box for answer)
Did you have any investigations or tests done privately? (drop-down box with options)

o Yes
s No

If you answered ‘Yes’ to the previous question, which tests or investigations did you pay
for: (drop-down box with options, able to tick multiple)

s Colonoscopy

e CTcolonograph

s Sigmoidoscopy

e MRI

s Specialist appointments
s X-ray

s Other (free text box for answer)}

How did you pay for the private investigations or tests? (drop-down box with options)

e Private health insurance covered cost

¢ Paid for out of pocket (including savings, credit card}
e Family or friend paid for them

s Other (free-text box for answer)

¢ Notapplicable

Section four
My diagnosis

The age | was originally diagnosed at was: (free-text box for answer)
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Appendix (continued): Survey.

Were you told what stage you were with diagnosis? (drop-down box with options)

s Yes
e No
o Can’tremember/don’t know
If you answered ‘Yes' to the previous question, what stage were you at diagnosis? (free-

text box for answer)

If you answered Stage 4 to the previous question, where had your cancer spread
(metasticised) to: (drop-down box with options, able to tick multiple)

s Peritoneum (abdomen}

e Lungs
o Liver
s Brain
e Bones

s QOther (free-text box for answer)

I was given an alternative diagnosis prior to my bowel cancer diagnesis: (drop-down
box with options)

e Yes
s No
e Can't remember/don’t know

If you answered ‘Yes’ to the previous question, what was the diagnosis you were
given: (drop-down box with options, able to tick multiple}

¢ [rritable howel

s Ulcerative colitis

s Coeliac (gluten intolerance)

s Dietary intolerances

e Diverticular disease

s Other(free-text box for answer)

s Notapplicable

Once | was diagnosed, | feel that all my questions were answered: (drop-down box

with options)

o Yes
e No
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Appendix (continued): Survey.

e Can’tremember/don’t know

| took a leave of absence from work/study due to my bowel cancer diagnosis: (drop-down
box with options)

¢ Yes
e No

¢ Can’tremember/don’t know

If you answered ‘Yes’ to the previous question, how long did you take off work/study due
to your bowel cancer diagnosis: (drop-down box with options)

¢ Lessthan 1 month

¢ 1-2 months

¢ 3-4 months

s 5-6 months

s 6-12 months

¢ |have been unable to return to work/study
s Notapplicable

Following the completion of treatment | was able to return to work within: (drop-down
box with cptions)

s |mmediately

¢ Lessthan 1 month after

¢ 1-2 months

s 3-4 months

¢ 5-6 months

¢ 6-12 months

¢ |have been unable to return to work/study
¢ Notapplicable

Section five

My Treatment

A healthcare professional spoke to me about all the treatment options available to me:
{drop-down box with options)

e Yes
¢ No
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Appendix (continued): Survey.

e Can’tremember/don’t know

If you answered ‘No’ to the above question, what information do you feel was not covered?
(free-text box for answer)

I was given information about mutations and biocmarkers within my tumour which may
indicate best treatment for me: (drop-down box with options}

s Yes
e No

s Can’t remember/don’t know

Iwas given information about unfunded drugs which may be of benefit to me: (drop-down
box with options)

e Yes
s No
e Can’t remember/don’t know

e Notapplicable

If you answered ‘Yes’ to the previous question, how did you fund the
medications suggested for you? (drop-down box with options)

s Private health insurance helped with costs

o With personal savings

s Mortgage of own home

s Funding page for example ‘Givealittle’

s Family helped with cost

e Sold my home

e Decided not to go ahead with these medications

s Other (free-text box for answer}

Were you given any diagnostic, treatment or recovery information specific to your age?
(drop-down box with options)

e Yes
e No

s Can’t remember/don’t know

If you answered ‘Yes' to the previous questions, what information were you given?
(free-text box for answer)
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Appendix (continued): Survey.

The resources/information which would have been really helpful during this time were:
(drop-down box with options)

o Self-care

e Nuftrition

s Stoma care

¢ Financial support available

s Psychosocialresources

s Support for family/whanau/carers
s QOther (free-text box for answer}

I feel that my cultural needs were addressed and considered throughout my bowel cancer
diagnosis, treatment and recovery: (scale of 1 — notat all- to 10 — yes absolutely)

| was offered a referral to the cultural support team: (e.g., Maori or Pacific support
services within the hospital or community) (drop-down box with options}

s Yes
e No
e Can’tremember/don’t know

s Comments (free text box for comments)

Section six
Body image
| had a stoma or ostomy pouch (drop-down box with options}

o Yes
s No

If you answered ‘Yes' to the previous question, please answer the following questions:
(option to skip these questions if not applicable)

Was your stoma permanent or temporary?

¢ Permanent

s Temporary
Did having a stoma affect your body image? (drop-down box with options)

s Yes
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Appendix (continued): Survey.

e No
Did having a stoma impact on your intimate relationships? (drop-down box with opticns)

s Notatall
e Yes somewhat

s \Very much

A healthcare professicnal spoke to me about the potential side effects on sexual function
prior to starting treatment: (e.g., vaginal narrowing, scar tissue, erectile dysfunction, pain
during intercourse} (drop-down box with options)

e Yes
s No

e Can’'t remember/don’t know

| have ongoing issues with sexual function: (drop-down box with options)

e Yes
s No
e LUnsure

If you answered ‘Yes’ to the previous question, are you able to share what these are?
(free-text box for answer)

Section seven
Fertility
I was given fertility advice before or during my treatment: (drop-down box with options)

s Yes

e No

o Can’tremember/don’t know
s Notapplicable

| saw a fertility specialist before treatment started: (drop-down box with options)

e Yes
e No
s Can’t remember

¢ Notapplicable
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Appendix (continued): Survey.

If you answered ‘Yes’ to the previous question, what procedures did you do? (drop-down
box with options)

s Eggretrieval

e Sperm preservation

¢ Chose notto proceed

¢ Did not need fertility support

e Other (free-text box for answer)

Surgery or subsequent treatment has affected my fertility: (drop-down box with options)

s Yes
e No
e Unsure

s Notapplicable

Section eight
Family history

| have a family history of bowel cancer: (drop-down box with options}

e Yes
s No
e Unsure

If you answered “Yes’ to the previous question, who in your family has been diagnosed?
(drop-down box with options, able to tick multiple}

s Mother
e Father
s Sibling

s Grandparent
¢ Aunt/uncle
s Cousin

s Other (free-text box for answer)

My doctor/specialist talked to me about genetic testing: (drop-down box with options)

o Yes
e No
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Appendix (continued): Survey.

e Unsure

+ GCan’tremember/don’t know
I have a clinical diagnosis of: (drop-down box with options}

s |nflammatory bowel disease (IBD)

¢ Crohn’sdisease

¢ Ulcerative colitis

s Lynch syndrome

¢ Familial adenomatous polyposis (FAP)
¢ [rritable bowel

s Diverticular disease

s Other

¢ Notapplicable

Section eight

Financial and emotional considerations

| had private health insurance when | was diagnosed: (drop-down box with options}

e Yes
¢ No

¢ Was inthe process of applying when diagnosed

lexperienced financial difficulties because of my bowel cancer: (drop-down box
with options)

e Yes

¢ No

If you answered ‘Yes’ to the previous question, are you able to share what these difficulties
were? (drop-down box with options, able to tick multiple)

¢ Unableto continue full-time work

¢ Had to stop work all together

¢ Main carer also had to stop work or cut back hours
¢ |ncreased child care costs

¢ Costoftravelto appointments
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s Dietary restrictions increased food bills

e Other (free-text box for answer}

When | was diagnosed my children were aged: (drop-down box with options, able to
tick multiple)

o (0-3yrs
e A-11yrs
e 12-19yrs

e 19orover
e Other ages (free-text box for answer)

s Notapplicable, I didn’t have dependent children at the time of diagnosis
I struggled to find support for my child/children: (drop-down box with options)

e Yes
s No

e Can’'t remember/don’t know

If you answered ‘Yes' to the previous question, what struggles did you face? (e.g., child
support, counselling, age appropriate information) (free-text box for answer)

| struggled with fatigue which impacted my life: (drop-down box with options)

e Yes
s No

e Can't remember/don’t know

If you answered ‘Yes’ to the previous question, how did the fatigue impact on your life?
(e.g., impacted on social life, difficult to carry out usual activities) (free-text box for
answers)

I experienced anxiety or depression during or after my treatment: (drop-down box with

options}
o Yes
s No

e Can't remember/don’t know

If you answered ‘Yes’ to the previous question, where or how did you seek support?
(drop-down box with options)

s Professional counselling or psychotherapy
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Appendix (continued): Survey.

¢ Joined asupport group

s Support from friends and whanau
¢ Talked with nurse specialist

¢ Contacted Bowel Cancer NZ nurse

¢ Other (free-text box for answer)

Were you given any information about support services which are available to you?
{drop-down box with opticns)

s Yes
¢ No

¢ Can’tremember/don’t know

If you answered ‘Yes’ to the previous question, what information were you given? (free-text
box for answer)

Was the information age and culturally appropriate? (drop-down box with options}

¢ Yes
¢ No
¢ Unsure

¢ Can’tremember/don’t know

Some of the challenges | faced as a young person diagnosed with bowel cancer were:
(drop-down box with opticns, able to tick multiple)

s Emotional exhaustion

¢ Physical changes to my body

¢ Physical pain

s Fear of the cancer recurring

s Fear of not being able to have children
e Social stigmas

s Other (free-text box for answer)

Section nine
Parting thoughts

What is your understanding cf the role of Bowel Cancer NZ?7 (drop-down boxwith
options, able to tick multiple)
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Appendix (continued): Survey.

Support

Education

Advocacy for patients
Screening programme

Other (free-text box for answer)

Have you accessed support from Bowel Cancer NZ7 (drop-down box with options)

Yes
No

Can’t remember/don’t know

If you answered “Yes’ to the previous question, which of our services have you accessed?

(drop-down box with options, able to tick multiple}

Physiotherapy

Counselling

Vouchers

Nurse support

Resources

Facebook group

Coffee club

Other (free-text box for answer)

Is there anything else that you would like to add which you feel hasn’t been covered?

Please write in box provided below (free-text box for answer)

Bowel Cancer NZ would like to thank you for your answers and help with this survey.

If you have found it distressing, triggering or upsetting and would like to talk with someone

and get some support, please reach out to someone. The following organisations will be

able to provide support and counselling for you:

Bowel Cancer NZ: heredyou@bowelcancernz.org.nz or phone 0800 226968 txt 021
367968

Cancer Society NZ: www.cancer.org.nz/supporting-you/how-we-can-help

info@cancersoc.org.nz or contactyour local Cancer Society

Lifeline: ph 0800 543354 (0800 LIFELINE} or www.lifeline.org.nz/services/lifeline-
helpline
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Appendix (continued): Survey.

All results will be held within a secure CME with double authentication required for
access and only to staff members who are granted access. Information will not be for the

general public. Data will be organised and put into tables/graphs and other measures
which can then be used.
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