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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Appendix (continued): Survey.

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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