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[date] 

 

«TitleID» «perFirstName» «perLastName» 
«perMailAddr1» «perMailAddr2» «perMailAddr3» «perMailAddr4» 
«perMailCity» «perMailState» «perMailPostcode» 
 

Dear «TitleID» «perLastName» 

Cancer Survival Study 

Thank you for allowing us to contact you. You are invited to take part in a project about cancer 
survivorship. The study aims to improve our understanding of the physical, emotional and 
lifestyle issues faced by cancer survivors, and how these change over time. 

You have been selected as a possible participant in this study because you were recently 
diagnosed with cancer for the first time.  Werealise this is a difficult time for you, however, 
your experiences are important to us, and will help cancer survivors in the future to have the 
best care.  

The study is being conducted by researchers at the Centre for Health Research and Psycho-
oncology (CHeRP). CHeRP is the Behavioural Research Unit of the Cancer Council NSW and is 
based within the Faculty of Health at the University of Newcastle.  

Your participation in this study is completely voluntary. Your decision whether or not to 
participate will in no way affect your current or future medical care.  If you agree to take part in 
this study, you will be asked to fill in a questionnaire four times over the next five years and 
return it to us. The questionnaire will ask about your physical and emotional health, any needs 
you may have, lifestyle issues, as well as some general background questions about you and 
the treatment of your cancer. The questionnaire will take about 30-45 minutes to complete. 
The enclosed information leaflet (blue) gives you a more detailed description about what is 
involved.  

If you decide to participate, all information you give us will remain strictly confidential. Only 
authorised staff of the research team will have access to the information, and your name and 
any other identifying information will be removed and replaced by a code number before the 
information is analysed. A report of the project may be submitted for publication in scientific 
journals. Some of the information will also be used by Ms Allison Boyes and Ms Alison Zucca as 
part of their higher degree studies at The University of Newcastle, under the supervision of 
Associate Professor Afaf Girgis. Individual participants will not be identifiable in either the 
reports or higher degree theses generated from this research. 

If you decide to take part in this study you are free to withdraw at any time and do not have to 
give a reason for doing so.  
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Enclosed are: 

 A blue study information leaflet - this is for you to read and keep; 

 A green change of address form - this is for you to keep in a safe place and return to us only 
if your contact details change; 

 A yellow secondary contact form - this is for you to fill in and return to us so that we can get 
in contact with someone who knows where you are if we can't locate you; 

 A yellow future studies form - this is for you to fill in and return to us to let us know if you 
would like to be informed about other related studies as they come up; 

 A questionnaire containing seven sections (your cancer diagnosis and treatment, your 
emotional well-being, your overall health, your needs, your access to social support, your 
coping styles and your general background and lifestyle) for you to complete and return to 
us; 

 A reply-paid envelope; 

 A sealed yellow envelope containing information about a Partners and Caregivers Study also 
being conducted by CHeRP researchers.  This study is looking at the physical and emotional 
health of the partners and caregivers of people diagnosed with cancer.  We would like to 
ask you to pass on the envelope to your husband, wife, partner, or main caregiver - a 
definition is given on the front of the envelope to help you select the most relevant person.  
This project is separate to the Cancer Survival Study.  Your partner or caregiver can decide 
to participate in the Partners and Caregivers Study, regardless of your decision to 
participate or not in the Cancer Survival Study. 

 
Please read the information leaflet carefully. If you decide to take part in the Cancer Survival 
Study, simply fill in the yellow forms and the questionnaire and return them to us within the 
next seven days in the reply-paid envelope. The return of your completed questionnaire will 
be taken as an indication of your voluntary consent to participate in this study. 
 
If you would like to know more about this study or have any questions please feel free to 
contact Alison Zucca (Research Officer), or myself, by telephone: 1800 246 337 (freecall); 
email: CHeRP-survival@newcastle.edu.au; or by writing to: 

Cancer Survival Study 
The Cancer Council NSW 
Locked Bag 10 
Wallsend  NSW  2287 

 
This information sheet is for you to keep.  Thank you for considering this request. 

Yours sincerely 

 

Allison Boyes (MPH) 
PROJECT MANAGER 

 

Complaints about this research. This project has been approved by the Human Research Ethics Committee of the Cancer 
Institute NSW (No. 2004/05/036) and the University of Newcastle (H-199-1101). Should you have concerns about your rights 
as a participant in this research, or have a complaint about the manner in which this research is conducted, it may be given to 
the researcher, or, if an independent person is preferred, to either Ethics Manager, Cancer lnstitute NSW, PO Box 41, 
Alexandria NSW 1435, telephone (02) 8374 5624, or The Human Research Ethics Officer, Research Office, The Chancellery, 
The University of Newcastle, Callaghan NSW 2308, telephone (02 4921 6333), email Human-Ethics@newcastle.edu.au 

mailto:survivorship@newcastle.edu.au
mailto:Human-Ethics@newcastle.edu.au
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[date] 

 

«TitleID» «perFirstName» «perLastName» 
«perMailAddr1» «perMailAddr2» «perMailAddr3» 
«perMailAddr4» 
«perMailCity» «perMailState» «perMailPostcode» 
 

Dear «TitleID» «perLastName» 

Cancer Survival Study 

You may recall me writing to you a few weeks ago to see if you would be willing to take 
part in research about cancer survivorship.  Enclosed with the letter was a copy of the 
Cancer Survival Survey.  As I have not yet received your completed survey, I am writing to 
you again to ask you to consider taking part in our research.  If you have returned your 
survey in the last few days, please disregard this letter. 

As you may recall, the research aims to improve our understanding of the physical, 
emotional and lifestyle issues faced by cancer survivors and is being conducted by the 
Centre for Health Research & Psycho-oncology (CHeRP).  Your participation in this study 
will help to inform us about the types of services and support desired by cancer survivors. 

I have enclosed another copy of the study information leaflet, the Cancer Survival Survey, a 
future studies form, change of address form, secondary contact form and a reply-paid 
envelope. 

Please read the information leaflet carefully. If you decide to take part in the study, simply fill 
in the yellow forms and the questionnaire and return them to us within the next seven days 
in the reply-paid envelope. The return of your completed questionnaire will be taken as an 
indication of your voluntary consent to participate in this study.  

Your decision whether or not to participate will in no way affect your current or future 
medical care. If you decide to participate, all information you give us will remain strictly 
confidential. Only authorised staff of the research team will have access to the 
information, and your name and any other identifying information will be removed and 
replaced by a code number before the information is analysed. A report of the project may 
be submitted for publication in scientific journals. Some of the information will also be 
used by Ms Allison Boyes and Ms Alison Zucca as part of their higher degree studies at The 
University of Newcastle, under the supervision of Associate Professor Afaf Girgis. Individual 
participants will not be identifiable in either the reports or higher degree theses generated 
from this research.  
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If you decide to take part in this study you are free to withdraw at any time and do not 
have to give a reason for doing so.If you would like to know more about this study or have 
any questions please feel free to contact Alison Zucca (Project Officer) or myself by 
telephone: 1800 246 337 (freecall); email: CHeRP-survival@newcastle.edu.au or by writing 
to us at;  

Cancer Survival Study 
The Cancer Council NSW 

Locked Bag 10 
Wallsend  NSW  2287 

 

If receiving this request has caused you any distress and you would like to speak to a 
counsellor, please call the Cancer Helpline on 13 11 20.  

Thank you for considering this request. 

 

Yours sincerely, 

 

 

Allison Boyes (MPH) 
PROJECT MANAGER 

 

 

 

 

 

 

 

 

 

 

Complaints about this research. This project has been approved by the Human Research Ethics Committee of the 
Cancer lnstitute NSW (Project No 2004/05/036) and the University of Newcastle (Approval No H-199-1101). Should 
you have concerns about your rights as a participant in this research, or have a complaint about the manner in 
which this research is conducted, it may be given to the researcher, or, if an independent person is preferred, to 
either Ethics Manager, Cancer lnstitute NSW, PO Box 41, Alexandria NSW 1435, telephone (02) 8374 5624, or, The 
Human Research Ethics Officer, Research office, The Chancellery, The University of Newcastle, University Drive, 
Callaghan NSW 2308, telephone (02 4921 6333), email Human-Ethics@newcastle.edu.au 

mailto:Human-Ethics@newcastle.edu.au
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This leaflet is about a health research project. If, after 
reading it, you would like more information please 
telephone Allison Boyes or Alison Zucca on 1800 246 
337 (Freecall) or write to: 

Cancer Survival Study 
The Cancer Council NSW 
Room 230A, Level 2, David Maddison 
Building, Callaghan  NSW  2308 
 

What is this research about? 

It is about the effect that cancer has on adults. We want 
to find out about the physical, emotional and lifestyle 
issues faced by cancer survivors. We will follow cancer 
survivors for up to five years after they are diagnosed 
with cancer to see how these issues change over time. 
This study will not influence any decisions made 
between you and your doctor about your care.  

How will this study help? 

This study will tell us more about the effect that cancer 
has on survivors and the type of help they desire at 
various stages of the diagnosis, treatment and recovery 
pathway. This research will help The Cancer Council to 
develop new programs and policies.   

Why should I take part? 

If we knew more about the physical, emotional and 
lifestyle issues faced by cancer survivors, it would be 
possible to direct resources into those areas where 
cancer survivors need the most help. By taking part you 
will be helping cancer survivors in the future to have the 
best care. We would really appreciate your help in our 
study   

Who is doing the research? 

Researchers at the Centre for Health Research and 
Psycho-oncology (CHeRP) are running the study. CHeRP 
is the Behavioural Research Unit of the Cancer Council 
NSW and is based within the Faculty of Health at the 
University of Newcastle. These researchers are especially 
interested in improving the quality of care and support 
for cancer survivors.  

Who is paying for the research? 

The National Health and Medical Research Council and 
the Cancer Council NSW have committed funds to the 
study.  

Who will take part in the research? 

People living in NSW or Victoria who are aged between 
18 and 80 years and have been diagnosed with their first 
primary cancer in the last four months are being asked 
to take part.  

How did you get my name? 

You agreed for the NSW Central Cancer Registry to pass 
on your contact details to the research team so that we 
could write to you and ask you to consider participating 
in this study.  

What will I have to do? 

If you decide to participate: 

 Fill in the enclosed questionnaire and return it to us 
within the next 7 days in the reply-paid envelope 
provided. The questionnaire will take about 30-45 
minutes to complete. You do not have to fill it in all 
at once; you may fill it in over several days until it is 
all completed. The return of your completed 

questionnaire to us will be taken as an indication of 
your voluntary consent to participate. 

 We will send you a similar questionnaire three 
more times over the next five years. These surveys 
will be sent to you six months, one and a half years 
and four and a half years after the first survey.  

What sort of questions will be asked? 

The questionnaire will ask about your physical and 
emotional health, any needs you may have, your 
lifestyle, as well as some general background questions 
about you and the treatment of your cancer. Each 
question will have a list of answers for you to choose 
from. 

Will my information be kept confidential? 

Yes. All the information you give will be kept strictly 
confidential and will be stored in accordance with strict 
privacy protection procedures. Only authorised study 
staff will have access to the data. Names will be removed 
from records and replaced with a code number as soon 
as possible after collection and before analysis. You will 
not be able to be identified, either directly or indirectly, 
when the results of the study are reported.  

What if I don't agree to take part? 

It is your choice whether or not you take part. The care 
you receive for your cancer will not be affected in any 
way if you choose not to take part. 
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What if I agree and then change my mind? 
Participation in the research is voluntary. The care you 
receive for your cancer will not be affected in any way if 
you change your mind.  
You may withdraw at any time after you have agreed to 
take part by: 

 Telephoning Allison Boyes (Project Manager) or 
Alison Zucca (Project Officer) on 1800 246 337 
(freecall);or 

 Sending a letter to  
Cancer Survival Study 
Cancer Council NSW 
Locked Bag 10 
Wallsend NSW 2287; or 

 Sending a fax to the Project Manager on  
(02) 4913 8612;or 

 Sending an email to the Project Manager at: CHeRP-
survival@newcastle.edu.au 

 
Need more information? 
If you would like more information about the study 
please call Allison Boyes (Project Manager) or Alison 
Zucca (Project Officer), on 1800 246 337 (Freecall). 
 
The Human Research Ethics Committees of the Cancer 
Institute NSW and the University of Newcastle have 
approved this research. If you have any complaints 
please contact: 
 

 
 
 
 
 

                                                                                                     

Postal 
Cancer Survival Study 
The Cancer Council NSW 
Locked Bag 10 
Wallsend  NSW  2287 

 
 

  
Freecall 1800 246 337 

E-mail CHeRP-survival@newcastle.edu.au 

 

                                                                                                     

 

 

Cancer 

Survival 

Study 

 

Information for participants

Ethics Manager 
Cancer lnstitute NSW 
PO Box 41 
Alexandria NSW 1435 
(02) 8374 5624 or 
 
Human Research Ethics Officer 
The University of Newcastle 
University Drive 
Callaghan NSW 2308 
(02) 4921 6333 
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Cancer Survival Study 

Change of Address Form 

/   

As you are aware, we will need to contact you again over the next 5 years.  Over such a long period, 

people often move and change their address. When any of your contact details change, please fill in this 

form with your new contact details and send it to us at the address below (no stamp needed). We will 

send another copy of this form to you from time to time over the next five years in case you misplace it.  

 

 

 

 

 

Remember you can also contact us at any time on our Freecall number 1800 246 337 or by email: 

CHeRP-survival@newcastle.edu.au 

Please print: 

First Name Surname 

New postal 
address 

 

State Postcode 

New 
telephone (home) 

New 
mobile 

New 
email address 

New 
fax number 

 

Please return your completed form to: 

Cancer Survival Study 

The Cancer Council NSW 

Locked Bag 10 

Wallsend NSW 2287 

THANK YOU FOR YOUR CO-OPERATION 

  

These details are confidential and will not be given to 

anyone outside the research team. 
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Cancer Survival Study 

Secondary Contact Form 

 
/   

As you are aware, we will need to contact you again over the next four years.  Over such a long period, 

people often move and change their address.  We realise that moving is a hectic time and people often 

forget to fill in Change of Address forms.  Therefore, we are asking you to provide us with the details of a 

secondary contact.   

A secondary contact is someone who will always know how to get in contact with you and whose contact 

details are different from yours.  We will only contact your secondary contact if we cannot reach you via 

any of the contact details you have already given us. 

Please print details of secondary contact: 

Secondary Contact 
First Name 

Secondary Contact 

Surname 

Address 

 

State Postcode 

Telephone (home) Mobile 

Email address Fax number 

 

Your name ……………………………………………………………. 

(PLEASE PRINT) 

Your Signature ………………………………………........................ Date  ……………… 

 

Please use the reply-paid envelope provided to return your completed form to: 

Cancer Survival Study 

The Cancer Council NSW 

Locked Bag 10 

Wallsend NSW 2287 

 

THANK YOU FOR YOUR CO-OPERATION
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Cancer Survival Study 

Future Research 

/ 

In the future, the Centre for Health Research & Psycho-oncology will be conducting other research 

involving cancer survivors.  You may be eligible to take part in some of these studies.  If you would like to 

be informed about future research with cancer survivors please let us know and we will send you an 

information sheet as these studies come up. 

 

 

 

                            

                           YES I am interested in receiving information about other studies involving 

cancer survivors. 

I understand this does not mean I am agreeing to take part in a 

study. 

                            

                           NO I am not interested in receiving information about other studies 

involving cancer survivors. 

 

Your name ……………………………………………………………. 

(PLEASE PRINT) 

Your Signature …………………………………………………………… Date  ……………… 

 

Please use the reply-paid envelope provided to return your completed form to: 

Cancer Survival Study 

The Cancer Council NSW 

Locked Bag 10 

Wallsend NSW 2287 

 

THANK YOU FOR YOUR CO-OPERATION 

  

Please read this section, then tick one box to indicate YES or NO.  
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[date] 

«TitleID» «perFirstName» «perLastName» 

«perMailAddr1» «perMailAddr2» «perMailAddr3» «perMailAddr4» 

«perMailCity» «perMailState» «perMailPostcode» 

 

Dear «TitleID» «perLastName» 

CANCER SURVIVAL STUDY 

Thank you for being part of the Cancer Survival Study.  We are now surveying everyone for the 

second time.  Regardless of whether your wellbeing has changed since the first survey, your 

experiences are important to us.  

We invite you to complete the enclosed survey.  Completion of the survey is, of course, 

voluntary, and your answers will be kept confidential.  If you return the completed survey to  

us we will use your code number (not your name) to link the information you provide this time 

with the information you have already given us.  This will allow us to follow changes in cancer 

survivors’ wellbeing over time.   

Also enclosed is a secondary contact form.  This form is for you to provide us with the details  

of a relative or friend who will be able to help us find you if we lose contact with you over the 

next few years.  We would only contact this person if we can’t reach you through any of the 

contact details you have given us.  Providing us with the details of a secondary contact is, of 

course, voluntary, and the information will be kept confidential.   

If you decide to complete the survey and secondary contact form, please return them to us in 

the reply-paid envelope provided.  If you have any questions about the survey or the study, 

please ring us on our Freecall number 1800 246 337.  

We appreciate your contribution to this study.  However, if at any time you decide that you no 

longer want to take part, please telephone or write to us.  If we do not hear otherwise, we will 

continue to include you in the study. 

Thank you again for your help. 

Yours sincerely 

 

Allison Boyes 

PROJECT MANAGER 

This project has been approved by the Human Research Ethics Committee of the Cancer lnstitute NSW (No. 2004/05/036) and the 

University of Newcastle (H-199-1101). Should you have concerns about your rights as a participant in this research, or have a 

complaint about the manner in which this research is conducted, it may be given to the researcher, or, if an independent person   

is preferred, to either Ethics Manager, Cancer Institute NSW, PO Box 41, Alexandria NSW 1435, telephone (02) 8374 5624, or The 

Human Research Ethics Officer, Research Office, The Chancellery, The University of Newcastle, Callaghan NSW 2308, telephone 

(02) 4921 6333, email Human-Ethics@newcastle.edu.au.

mailto:Human-Ethics@newcastle.edu.au


Appendix 7.10: Reminder letter (follow-up) 

A117 
 

[date] 

«TitleID» «perFirstName» «perLastName» 

«perMailAddr1» «perMailAddr2» «perMailAddr3» «perMailAddr4» 

«perMailCity» «perMailState» «perMailPostcode» 

 

Dear «TitleID» «perLastName» 

CANCER SURVIVAL STUDY 

You may recall me writing to you a few weeks ago to thank you for being part of the Cancer 

Survival Study and to let you know that we are now surveying everyone for the second time.  

Enclosed with the letter was a copy of the Cancer Survival Survey 2.  As I have not yet 

received your completed survey, I am writing to you again to ask you to consider continuing 

your valuable contribution to our research.  If you have returned your survey in the last few 

days, please disregard this letter. 

We invite you to complete the enclosed survey.  Completion of the survey is of course 

voluntary, and your answers will be kept confidential.  If you return the completed survey to us 

we will use your code number (not your name) to link the information you provide this time 

with the information you have already given us.  This will allow us to follow changes in cancer 

survivors’ well-being over time.   

Also enclosed is a secondary contact form.  This form is for you to provide us with the details of 

a relative or friend who will be able to help us find you if we lose contact with you over the 

next few years.  We would only contact this person if we can’t reach you through any of the 

contact details you have given us.  Providing us with the details of a secondary contact is, of 

course, voluntary, and the information will be kept confidential.   

If you decide to complete the survey and secondary contact form, please return them to us in 

the reply-paid envelope provided.  If you have any questions about the survey or the study, 

please telephone Alison Zucca (Project Officer) or myself on our Freecall number 1800 246 337.  

We appreciate your contribution to this study.  However, if at any time you decide that you no 

longer want to take part, please telephone or write to us.  If we do not hear otherwise, we will 

continue to include you in the study. 

Thank you again for your help. 

Yours sincerely 

 

Allison Boyes 

PROJECT MANAGER 

This project has been approved by the Human Research Ethics Committee of the Cancer lnstitute NSW (No. 2004/05/036) and the 

University of Newcastle (H-199-1101). Should you have concerns about your rights as a participant in this research, or have a 

complaint about the manner in which this research is conducted, it may be given to the researcher, or, if an independent person   

is preferred, to either Ethics Manager, Cancer Institute NSW, PO Box 41, Alexandria NSW 1435, telephone (02) 8374 5624, or The 

Human Research Ethics Officer, Research Office, The Chancellery, The University of Newcastle, Callaghan NSW 2308, telephone 

(02) 4921 6333, email Human-Ethics@newcastle.edu.au.

mailto:Human-Ethics@newcastle.edu.au
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) 

 
 
 
 
 
 
 

 
 

 
Yes 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Hello, my name is ________ (first name). I'm calling on behalf of the Cancer Council NSW 
concerning some research. May I speak with _________  please? 

If person IS there 
Around a month ago the Cancer 
Council mailed a questionnaire to 
you. I was wondering if you recall 
receiving this questionnaire? 

YES 
For questions about the survey please call Alison, the 
Research Officer on 1800 246 337, or for questions about 
cancer, call the Cancer Helpline on 131120.  
Thanks for your time and help. We'll look forward to 
receiving your survey. If you could try and return the 

survey in the next two weeks that would be great. 
END CALL 

NO 
Thanks for your time and 
help. We'll look forward to 
receiving your survey. If you 
could try and return it in 
within the next two weeks 
that would be great. 
END CALL 

Yes, interested in participating 
Do you need the questionnaire or any information 
about the research sent to you again? 

If person IS NOT there 
Is there a better time I could call 
back and reach____________? 
LOG DETAILS  
 
Thank you for your time 
 

Yes 
Can I confirm your mailing address is________? We'll put 
another questionnaire in the post for you tomorrow. 

Would you like our contact number in case you have any questions or concerns about the 
survey or cancer? 

No, not interested in participating 
That's fine. Thanks for your time.  
END CALL 

No 

YES, recalls receiving questionnaire 
Great, we haven't received your completed 
questionnaire yet so I'm phoning to see if you 
still want to contribute to the research. It's not 
too late to complete your questionnaire. Are you 
still interested in participating? 

NO, does not recall receiving 
questionnaire 
 
SEE OVER 
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No, does not recall receiving questionnaire 
Can I confirm your mailing address is _____________ GIVE ADDRESS 

YES, address is correct 
Would you like me to send you another copy 
of the questionnaire and study information? 

NO, address is incorrect 
Would you like me to send another copy of the 
questionnaire to your current mailing address? 

YES 
What is your current mailing 
address?  
RECORD ON LOGSHEET 
 
We'll put another questionnaire 
in the post for you tomorrow 

YES 
Great, we haven't 
received your completed 
questionnaire yet so I'm 
phoning to let you know 
that it’s not too late to 
complete it.  

Would you like the contact number in case you have any questions or concerns about the survey 
or cancer in general? 

NO 
Are you still interested 
in participating? 

NO  
That's fine. You’ve got 
our number if you 
change your mind. 
Thanks for your time.  
END CALL 

YES 
We'll put another 
questionnaire in the post 
for you tomorrow 

Yes 
For questions about the survey please call Alison, the 
Research Officer on 1800 246 337, or for questions about 
cancer, call the Cancer Helpline on 131120.  
Thanks for your time and help. We'll look forward to 
receiving your survey. If you could try and return the 

survey in the next two weeks that would be great. 
END CALL 

No 
Thanks for your time and 
help. We'll look forward to 
receiving your survey. If you 
could try and return it in 
within the next two weeks 
that would be great. 
END CALL 
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Frequently Asked Questions 

GENERAL STUDY QUESTIONS 

What is the research about? 

The research is about the effect that cancer has on adults diagnosed with cancer. We want to 

find out about the physical, emotional and lifestyle issues faced by cancer survivors. We will 

follow cancer survivors for up to five years after they are diagnosed with cancer to see how 

these issues change over time. 

How will the study help? 

This study will tell us more about the effect that cancer has on cancer survivors and the type of 

help they desire at various stages of the diagnosis, treatment and recovery pathway. This 

research will help The Cancer Council to develop new programs and policies to better assist 

cancer survivors. 

Why should I take part? 

By taking part you'll be helping cancer survivors in the future to receive the best possible care. 

We would really appreciate your help in our study. 

Who is doing the research? 

Researchers at the Centre for Health Research and Psycho-oncology (CHeRP) are running the 

study. CHeRP is the Behavioural Research Unit of the Cancer Council NSW and is based within 

the Faculty of Health at the University of Newcastle. These researchers are dedicated to 

improving the quality of care and support for cancer survivors. 

Who is paying for the research? 

The National Health and Medical Research Council, The Cancer Council NSW and the Hunter 

Medical Research Institute are funding the study. 

Who will take part in the research? 

People living in NSW or Victoria aged between 18 and 80 years who have been diagnosed with 

their first cancer in the last 4-6 months are being asked to take part.  
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How did you get my name? 

The Cancer Registry in your state passed on your contact details to us with your permission so 

that we could write to you and ask you to consider participating in this study. 

What will I have to do? 

If you decide to participate you will be required to fill in a questionnaire. The questionnaire will 

take about 30-45 minutes to complete. We will send you a similar questionnaire three more 

times over the next five years. These surveys will be sent to you six months, one and a half 

years and four and a half years after the first survey. 

What sorts of questions will be asked? 

The questionnaire will ask about your physical and emotional health, any needs you may have, 

your lifestyle, as well as some general background questions about you and the treatment of 

your cancer.  Each question will have a list of answers for you to choose from. 

Will my information be kept confidential? 

Yes; all the information you give us will be kept strictly confidential.  Your name will not be on 

the survey and you will not be able to be identified when the results of the study are reported. 

What if I agree to take part and then change my mind? 

That's OK. Participation in the research is completely voluntary. The care you receive for your 

cancer won't be affected in any way if you change your mind or choose not to take part. You 

can withdraw at any time after you have agreed to take part - just let us know. 

Can I get a copy of the results, please? 

Yes; once a year we will send a newsletter to all people participating in the study. This 

newsletter will contain the most recent results from the research. 
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SURVEY COMPLETION QUESTIONS 

How long will the survey take to complete? 

The survey will take about 30-45 minutes to complete. You don't have to fill it in all at once; 

you can fill it in over several days until it is all completed. 

There are circumstances in my life that aren't related to cancer that will affect my answers. 

How do I answer the survey? 

For questions about:  

 emotional wellbeing  

 overall health  

 social support  

You don't need to differentiate between your symptoms as a result of cancer, and your 

symptoms as a result of the other circumstances in your life. 

For questions about:  

 unmet needs) 

We are interested in your needs as a result of having cancer. If there are circumstances, other 

than cancer, that may affect how you respond, please have a go a trying to differentiate 

between the two. For example, for question 1, in the last month what was your level of need 

for help with pain, do your best at trying to differentiate your need for help with cancer-related 

pain, and your need for help with non-cancer-related pain. We are very interested to hear 

about your cancer-related pain. You may find it tricky, but just do your best. 

I have recently been diagnosed with another cancer. How should I answer the survey?  

You should try and answer the questions in relation to your first cancer diagnosis. You may find 

it tricky trying to distinguish one cancer experience from another, but just do your best. 

My overall wellbeing was much worse when I was undergoing treatment. Should I answer 

the survey in relation to how I was feeling back then? 

No; you should answer the questions in relation to how you are feeling now - unless the 

question tells you to think back to how you have been feeling in the last week or the last 

month. We don't know much about Australian cancer survivors' experiences after treatment, 

and this study will help to fill this gap in our knowledge.
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'I FEEL GOOD' or 'I FEEL UNWELL' QUESTIONS 

I feel fine. I don’t think I have anything useful to contribute to the research. 

It's great to hear that you're doing well. It is important that we hear from people who are 

experiencing ongoing difficulties, as well as those who experience only a few or none at all.  

Your answers will help us to obtain an overall picture of the experiences of all cancer survivors. 

I don't have cancer anymore. 

We're interested in finding out how people are getting on after a cancer diagnosis. This means 

you can still take part in the research even if you no longer have cancer. 

What if I do not feel well enough to participate? 

You can withdraw your participation at any time. You may choose to withdraw from the 

study entirely, or you may prefer to skip one of the four surveys and continue participating 

when you are feeling better. If you choose to participate and don’t feel well enough when 

you receive the questionnaire in the mail, just let us know by calling our Freecall number. 

Alternatively, you can let us know when we call you to follow up the survey. 
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HOLIDAY and MOVING HOUSE QUESTIONS 

I'm going on holidays soon. Can I still complete the survey? 

Yes; you can still complete the survey if you are going on holidays. You can post the survey in 

the reply-paid envelope from anywhere in Australia. If you're holidaying overseas, it’s OK if you 

return the survey a little later. 

I will be on holidays when the next survey is due. 

We can send the survey to your holiday address. Would you like to receive the survey while 

you are away? 

I’m moving at the end of the year. Can I still take part? 

We are happy to send the survey to your new address.  Do you know your new address yet?  

(obtain moving date) 

(Double check secondary contacts) 

Is _____[list secondary contact]______ still the best person to contact if we are unable to 

locate you? 
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MAIL-OUT-SPECIFIC QUESTIONS 

I've just received another survey, but I have already sent you my completed survey. 

Thanks. Let me just check our records to see if we have received your survey (check database.) 

If survey received: Yes, we received your survey on (provide date). It looks like the surveys have 

crossed in the mail.  I'm sorry for the confusion and I appreciate your call.  You don't need to 

complete the survey again, but feel free to mail the survey back to us in the reply-paid 

envelope. 

If survey not received: No, we haven't received your completed survey yet. Did you mail it to us 

recently? 

If recently mailed: I expect the survey is still on its way. If we haven't received your survey in 

the next week, would it be OK if we called you to fill in the one you've just received? 

If not recently mailed:  I expect the survey has been delayed at the mail room. If we haven't 

received your survey in the next few days, would it be OK if we called you and asked you to fill 

in the one you've just received? 

Which forms do I send back to you? 

There are three forms you need to send back to us. These are 

- the questionnnaire ... that is the large booklet 

- and the two yellow forms; one labelled "future research form" and the other labelled 

"secondary contact form" . 

Just place these 3 forms in the reply-paid envelope and post at any post box. No postage stamp 

is needed. 

I have not received/lost a reply-paid envelope. 

I can send you another reply-paid envelope. Alternatively, if you have a spare envelope, I can 

give you the address to send it to: 

Cancer Survival Study 

The University of Newcastle 

Reply Paid 63885 

CALLAGHAN NSW 2308 
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In the bottom left hand corner place the following details: 

CHeRP 

School of Medical Practice and Public Health 

Faculty of Health 

LMB 10, Wallsend NSW 2287 
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RESPONDING TO EMOTIONS 

Person distressed 

(Empathise with person) 

If you would like, I can give you the number of the Cancer Council Helpline which is staffed by 

professional nurse counsellors.  The Helpline is a great service that provides information, 

support and referral to all people affected by cancer. Would you like the number of the Cancer 

Council Helpline? The number is 13 11 20, and they are open Monday to Friday, 9am to 5pm. 

Person angry/disgruntled with hospital/clinician/Cancer Council NSW 

(Empathise with person) 

Our role at the Centre for Health Research & Psycho-oncology is to study the effect that cancer 

has on cancer survivors so that we can assist the Cancer Council to develop new programs and 

policies that help cancer patients.  

For people unhappy with Hospital/Doctor:  

Would you like the number of the Cancer Council Helpline? 

The number is 13 11 20, and they are open Monday to Friday, 9am to 5pm. 

Person angry/disgruntled with the conduct of the Cancer Survival Study 

Record the following details where possible 

- name, address, contact details 

- nature of the complaint 

Would you like the Project Manager, Allison Boyes, to call you back? 

Someone close to participant has died 

I'm very sorry for your loss. You are welcome to complete the survey but I understand if you 

would prefer not to. Thank you for your time. 

Participant has died 

I've very sorry for your loss. Thank you very much for letting us know. 
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CANCER REGISTRY QUESTIONS 

What is the Cancer Registry? 

Each Australian state has its own cancer registry. The law requires that these registries collect 

details of all cancer diagnosed in their state. 

- In NSW, the cancer registry is located at the Cancer Institute NSW 

- In Victoria, the cancer registry is located at the Cancer Council Victoria. 

 

The information from the registry is used: 

- To monitor cancer cases and cancer deaths 

- To help with planning services for the control of cancer, and care of cancer patients 

- To measure the effectiveness of cancer treatments, and cancer control programs 

- To assist with research (such as this one) to find out more information about cancer.  

More details about the registry, if requested: 

The information collected about patients with cancer includes: name, address, date of 

birth, country of birth, whether the person is Aboriginal or Torres Strait Islander, clinical 

details about cancer, and the notifying institution or doctor. Access to the information 

about identified cancer patients can only be obtained by health and medical researchers 

when certain stringent criteria are met. 

Why does my doctor have to give permission for me to participate? 

Your name was sourced from your state cancer registry. It is only with permission from your 

doctor and yourself that the registry will release information about you to us. The registry 

operates according to strict privacy laws and stringently protects the information it holds. 

What sorts of questions does my doctor have to answer about me? 

The questions the registry asks your doctor are: 

- Is the patient able to read and understand English? 

- Is the patient physically and mentally able to complete a survey? 

- Has the patient been informed of the cancer diagnosis? 

- Are there any other reasons why this patient should not be contacted? 

If your doctor answers yes to all these questions, then the cancer registry will contact you and 

inform you about the study. 
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NON-STUDY-SPECIFIC QUERIES 

How can I help other people with cancer? 

There are a number of ways you can help the Cancer Council NSW such as 

- participating in fundraiser events 

- becoming a volunteer 

- making a donation. 

The Cancer Council NSW has a special office dedicated to fundraising. You can find out more by 

calling the hotline 1300 780 113 or logging onto the Cancer Council NSW website 

www.nswcc.org.au and following the links to 'how can you help'. 

Can you tell me about cancer/ medical treatments/etc? 

Unfortunately_____________ is not my area of expertise. However, the Cancer Council NSW has a 

Helpline that is staffed by professional nurse counsellors who would be able to help you with that. 

Would you like the number of the Helpline? The number is 13 11 20, and they are open Monday to 

Friday, 9am to 5pm. 

I have a friend/relative who would love to participate. Can I give you their details? 

The participants for this research have already been selected. If your friend/relative has not 

received the survey yet, then they do not need to take part. However, your friend/relative is more 

than welcome to call or read the study materials if they would like some information about the 

study or cancer. 

- For information about the study you can contact Allison Boyes, the Project Manager, or 

Alison Zucca, the Project Officer, on 1800 246 337.  

- For any questions/concerns about cancer you can call the cancer helpline on 13 11 20. 
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CARERS’ QUESTIONS 

What is this yellow envelope for? 

Other researchers in our team are conducting a separate study to the Cancer Survival Study, 

which is for the partners and caregivers of cancer survivors. We would like you to pass the 

envelope on to your husband, wife, partner or main caregiver. A definition has been written on 

the front of the envelope to help you to decide who to pass the information on to.   

“A partner can include the husband or wife, de facto partner, boyfriend or girlfriend. 

A main caregiver: 

* Is the person who springs to mind as most involved in supporting you through your illness, 

often your partner, but sometimes a sister, child, other relative, or a friend. 

* Can be a man or woman of any age who may or may not live with you. 

* Does not necessarily do any physical tasks for you, such as cooking and cleaning; they may 

provide company and/or emotional support.   

* Is NOT someone who is paid to look after you (e.g. a nurse or home help).” 

What if I don't have a caregiver? 

You can still participate in the Cancer Survival Study.  If you do not have a caregiver (that is, 

someone who is supporting you through the illness, who may help you with doing tasks, or give 

you emotional support), then please just discard the information.   

Obtain participant details and don't send a caregivers package in their reminder letter. 

I have two people who support me.  Who is the best person to pass the information pack on 

to? 

Please pass the information on to the person who is closest to you, who is most affected by 

your diagnosis.   

I have two caregivers.  Can I pass information on to both of them?   

No; we would like you to please pick one of your caregivers who gives you support, and has 

been most affected by your diagnosis.    
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My partner has health problems and isn’t well enough to participate.  I look after them.   

If you have anyone else close to you who helps support you, or helps you with any tasks, or has 

been affected by your diagnosis, you can pass the information on to them.   

My partner/caregiver is deaf/cannot speak English. Can they still participate?   

If they are able to read and understand the consent form and survey, then they are welcome to 

participate.   

My child looks after me (they are under 18 years). Can they participate?   

If your partner/caregiver is able to read and understand the consent form and survey, then 

they are welcome to participate.   

My partner/caregiver has passed away 

I’m very sorry for your loss. 

 

I DON’T IDENTIFY WITH BEING A CAREGIVER 

I am his/her partner.  The things I do are not related to me being their caregiver.   

We are interested in your experience as their partner or caregiver.  Even if you are doing things 

the same as you usually have, we would still like to hear from you.   

My loved one feels fine and doesn’t need a caregiver.  I don’t feel I have anything useful to 

contribute to the research.   

We are interested in your experience of having someone close to you diagnosed with cancer.  

We don’t know much about how Australian families are coping after someone close to them 

has been diagnosed with cancer, and this study will help to fill this gap in our knowledge.   

I’m no longer my loved one’s caregiver as they have recovered and feel fine.   

That’s great news that they are feeling better.  The things you might do to support your loved 

one may change over time, and we are interested in hearing about how things are for you at 

the moment.   
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LINKING 

I don’t want to take part in the linking, and so I don’t know if I should participate. 

You don’t have to agree to have your data linked.  The decision is entirely up to you.  If you 

agree to have your data linked to your loved one’s data, it will help us to plan support services 

for patients and their families and caregivers.  Simply fill in the consent form and return it.   

Do I have to agree to have my data linked if I consent to do the survey? 

You don’t have to agree to have your data linked.  The decision is entirely up to you.  If you 

agree to have your data linked to your loved one’s data, it will help us to plan support services 

for patients and their families and caregivers.  Simply fill in the consent form and return it.   
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Protocol for tracking participants 

 

Start tracking if: 

 The individual is not at the address currently noted (e.g. Return to Sender) or  

 The individual is not at the number 

To begin tracking: 

a. Tick the start tracking box on the ‘tracking’ tab of the database. The survey will 

automatically become inactive so that wrong phone numbers and addresses are not 

included in the lists printed for reminder mail-outs and phone calls. 

b. Print tracking log sheet with participant’s current details. 

 

1. Check contact details against database 

Check participant address on return to sender documents and/or telephone number 

against the study database 

 If address and/or phone number are different: 

a. record new details on log sheet  

b. record new details in database  

c. stop tracking by selecting FOUND in the tracking tab of the database  

d. file tracking log sheet in participant file 

 If address and/or phone number is the same, continue tracking.  

 

2. If return to sender, contact participant by telephone 

Call all telephone numbers recorded for the participant to request new postal address.  

Hello, my name is _____________ (first name). I was hoping to speak with _________ 

(person’s name). 

If wrong number: Sorry to bother you. Thanks for your time 

I’m calling on behalf of the Cancer Council NSW. The researchers from the Cancer 

Survival Study were given your details after you gave your consent to the cancer 

registry. A survey was sent to the given address but it returned in the mail as “return to 
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sender”. I am ringing today to confirm that the mailing address we have is your current 

address. Could you confirm that your address is______(address on database)?

 

If yes: Would you like the questionnaire sent to you again? 

 Yes: OK, we’ll send out a copy as soon as we can. 

 No: That’s fine. Thanks for your time. 

If no: Would you be happy to provide us with your new contact details?  

 Yes: What is your current address? 

 No: That’s fine. Thank you for your time 

 

 If address and/or phone number are different: 

a. record new details on log sheet  

b. record new details in database  

c. stop tracking by selecting FOUND in the tracking tab of the database  

d. file tracking log sheet in participant file 

 If contact details are the same 

a. stop tracking by selecting FOUND in the tracking tab of the database  

b. file tracking log sheet in participant file 

 If wrong number, continue tracking.  

 

3. Contact participant by email  

E-mail individual from the dedicated CHeRP-survival email account 

 If address and/or phone number are different 

a. record new details on log sheet  

b. record new details in database  

c. stop tracking by selecting FOUND in the tracking tab of the database  

d. attach any correspondence to the tracking log sheet and file in participant 

file  
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 If contact details are the same 

 stop tracking by selecting FOUND in the tracking tab of the database  

 attach any correspondence to the tracking log sheet and file in participant 

file  

 If no response, continue tracking.  

 

4. Search the electronic White Pages  

Search the White Pages to match the existing name to a new address. 

a. Go to the web site www.whitepages.com.au 

b. Type in the individual’s name, their initial and the state  

c. Conduct a capital city search followed by  search in other areas within the state.  

 

 If participant is found in the white pages  

a. check the new address is different from the address currently noted (that 

is, have you found any new information?) 

b. record new details on the log sheet and in the database 

c. stop tracking by selecting FOUND in the tracking tab of the database. 

 

5. Contact the cancer registry 

Ask cancer registry staff to check contact details uploaded against original consent form 

held by them AND the electronic electoral roll 

 If address and/or phone number are different 

a. record new details on log sheet  

b. record new details in database  

c. stop tracking by selecting FOUND in the tracking tab of the database  

d. attach any correspondence to the tracking log sheet and file in participant 

file  

 If contact details are the same, continue tracking. 
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6. Contact secondary contact 

Telephone secondary contact to request passing on study freecall number to participant 

May I speak with    (secondary contact)      please? This is Alison from the Cancer 

Council. 

If no: Is there a better time I could call back and reach     (secondary contact)      Thank 

you for your time 

If yes: We’ve been unable to reach     (participant)       for a research project that s/he 

has been taking part in for the Cancer Council. The reason I have called you is that 

___(participant)_____       provided us with your details, and indicated that we could 

contact you if we were ever unable find him/her. I recently tried contacting 

___(participant)_____ but his/her letter was sent back RTS (and I was unable to reach 

him/her by phone). I was wondering whether you would be willing to pass on our study 

freecall number to ___(participant)_____)        so that he/she could let me know about 

his/her current contact details? 

 

No: That’s fine. Thank you for your time 

Yes: Great. My free call number is 1800 246 337. The research project is a 

survey with the Cancer Council. (If requested ‘Cancer Survival Study’). My name 

is Alison. 

Yes, I know his/her new details. Would you like them? Yes, if you think that 

would be OK with   ___(participant)_____? We will only use his/her contact 

details for the purpose of this research project. 

 

 If address and/or phone number are different 

a. record new details on log sheet  

b. record new details in database  

c. stop tracking by selecting FOUND in the tracking tab of the database  

d. file log sheet in participant file.  
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 If contact details are the same, continue tracking 

a. record results on the log sheet. 

b. select NOT FOUND in the tracking tab of the database 

c. select WITHDRAWN –OTHER in the status tab of the database and select  

LOST TO FOLLOWUP. 
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Protocol for complaints and adverse events  

 

1. The Project Manager will oversee the implementation of the agreed 

actions 

2. After all agreed actions have been implemented, the Project 

Manager will prepare and submit to the ethics committees, a report 

describing the incident, the corrective action(s) taken, and the 

preventative action(s) taken to minimise the probability of a future 

similar incident. 

The Project Manager will file the counter-signed copy of the Complaints 

Form in the locked filing cabinet  

The Project Officer will immediately document the adverse event using 

the CCNSW Complaint Form  

1. The Project Officer will email an identified copy of the completed 

Complaint Form to the Project Manager  

2. The Project Officer will file an identified copy of the document in the 

password protected folder on the network specifically designated for 

this purpose: Longitudinal survivorship\log and monitoring\ 

complaints and adverse events document log.doc 

1. The Project Manager will immediately investigate the complaint and 

make recommendations about the corrective and preventative 

actions to be taken. A de-identified copy of the completed Complaint 

Form, with recommendations, will be emailed to the Project Chair.  

2. The Project Chair will sign off on agreed actions. 

An adverse event occurs in response to contact from research team 
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Survivors assessed for study eligibility by registry  

(n=3877) 

Survivors for whom registry attempted physician contact 

(n=3781) 

Survivors with physician consent to be contact by registry 

(n=2730) 

Survivors consent to be contacted by researchers    

(n=1691) 

Time 1: 

Total recruited and survey returned (n=1360) 

Time 2:  

Survey returned (n=1270) including 74 late entry to study 

Excluded (n=96) 
Ineligible (n=96) 

Excluded (n=1051) 
Ineligible (n=287)  
Doctor uncontactable 
(n=573) 
Doctor refused (n=191) 

Excluded (n=1039) 
Ineligible (n=163) 
Survivor uncontactable 
(n=67) 
Survivor refused (n=399) 
No response (n=358) 
Quota reached-no 
further contact (n=52) 

Excluded (n=118) 
Ineligible (n=16) 
Died before responding 
(n=21) 
Non-consent to study 
(n=81) 

No response (n=201) 
Survey not sent (n=12) 

Excluded (n=44) 
Died before responding 
(n=16) 
Non-consent to study 
(n=28) 

No response (n=188) 
Attrition (n=71) 

Deceased (n=34) 
Withdrawn (n=37) 




