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Anishinaabek Cervical Cancer Screening Study Model Consent Form 

 

 

Dear Potential Participant, 

Thank you for your interest in the Anishinaabek Cervical Cancer Screening Study.  Our project 

explores cervical cancer screening in First Nations women in 11 First Nations communities in 

Northwestern Ontario. Please take as much time as you want to read this form and any 

accompanying material for the project, ask questions, and talk about this project with family or 

friends. 

We would like you to know that any information that you provide to the Anishinaabek Cervical 

Cancer Screening Study is confidential. We value your information and protecting your rights 

and privacy is most important to us.  

The Ontario Personal Health Information Protection Act sets rules for how researchers collect, 

use and share personal health information. Once you have signed an informed consent form, all 

of your personal information will be separated from any health information you provide. The 

research team will give your information a unique code, so that your data will be kept private and 

secure.  

We welcome you to join the journey toward better health in First Nation women in Canada. 

 

Sincerely, 

 

The Anishinaabek Cervical Cancer Screening Study Research Team 

 

 

 

 

Supplementary Data 2: Appendices to the Screening Trial Protocol: Model Consent Form, 

Baseline and Follow-up Questionnaires 
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Engaging First Nations Women in Cervical Cancer Screening: Assessing Factors Related to 

Screening and Uptake of Self-Sampling 

Who is Leading this Research:   

• Ingeborg Zehbe, Principal Investigator, (807)-684-7246 

• Brianne Wood, Research Coordinator (807)-684-6609 

• Julian Little, Co-Investigator, (613) 562-5800, ext. 8159 

• Ann Burchell, Co-Investigator, (416) 642-6486, ext. 2210 

 

Purpose of the Research: 

Cervical Cancer is the third most common cancer in women aged 15 to 44. It is caused by a 

common virus called human papillomavirus (HPV). Women and men can be infected with HPV. 

HPV can be transmitted during intercourse if one partner is infected. Most of us become infected 

with this virus at one point during our lives but our body can usually eliminate HPV. However in 

some women HPV does not go away and it is these women that have a higher risk to develop 

cervical cancer. Regular screening can prevent this disease almost entirely. First Nations women 

develop cervical cancer more frequently than other Canadian women.   

 A possible reason is that First Nations women are not regularly screened and receive less 

follow-up. We want to find out which screening methods First Nations women prefer. We wish 

to understand what factors are important for First Nations women who decide to attend screening 

compared to women who do not participate in cervical screening.  

Procedures involved in the Research: 

We invite you to participate in cervical cancer screening as part of our research study.  The 

Research Team and your local Cervical Screening Representative will provide educational 

material and workshops about cervical cancer screening to you and your community. We will 

ask you to complete at least one questionnaire and we will arrange a cervical screening 

appointment for you.  Screening appointments will be made during a 3-month interval. You will 

be invited to complete a follow-up questionnaire after these 3 months. A second and final follow-

up questionnaire will be offered approximately 8 months after the beginning of the trial.  
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Your community has been randomly assigned one method of cervical cancer screening. You and 

your community may be offered: 

HPV testing - this test looks for presence of HPV. Both low-risk and high-risk HPVs can be 

detected. Some tests can distinguish between low and high-risk types of HPV. The self-sampling 

method that is offered with this study allows women to collect and mail their own sample for 

testing. Currently, HPV testing is not covered under the Ontario Health Insurance Plan. As part 

of the research study, you will not have to pay for the test. Outside of the study, HPV tests cost 

between $60 and $90 per test. 

Pap tests – this test looks for changes in cervix cells and is performed by a qualified health care 

provider. Cervical Screening Representatives will make appointments with local clinics and 

health care providers. Pap tests are currently the only method of cervical screening covered by 

the Ontario Health Insurance Plan at this point in time. 

Hearing cervical screening results and how to follow up your results: 

It may take between 4 and 8 weeks after you provide your cervical screening sample before we 

can communicate back your results.  

For women who attend Pap tests, you will be contacted by a health care provider if your cervical 

sample shows abnormal cells. Otherwise, there is no need for a follow-up appointment, so you 

will NOT be contacted. This follow-up procedure is current practice for Ontario health care 

providers. Women with abnormal Pap results will be invited to attend a colposcopy, a further 

medical exam with a doctor. At the time of the call, the health care provider can assist you in 

making another appointment. At the end of this form, you may choose to have your personal 

family physician or one of your local health care providers contact you with results. 

For women who take their own HPV sample, a health care provider will contact you if your 

sample shows high-risk HPV infection (the type of HPV that might lead to cancer). Women with 

positive high-risk HPV tests will usually be asked to see a health care provider to provide a Pap 

test. At the time of the call, the health care provider can assist you in making another 

appointment. At the end of this form, you may choose to have your personal family physician or 

one of your local health care providers contact you with results. 

For women who are asked to follow up their original cervical screening appointment due to a 

positive test result may contact their preferred health care provider. If you do not have a family 

doctor and need to follow up about your cervical screening, Dr. Nicholas Escott at the Thunder 

Bay Regional Health Sciences Centre ((807) 684-6000) will be available.  
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Potential Harms, Risks or Discomforts:  

Some women may feel discomfort when attending a Pap test or collecting their own vaginal 

sample. Some women may feel embarrassed when talking about a sexually transmitted virus, 

which is why we have a help line and email address for women to anonymously ask questions.  

Some women might feel anxious to learn about their cervical screening results. Your local 

Cervical Screening Representative, local health care providers, and the Research Team can try to 

help with your concerns. 

False positives and false negatives are risks that are associated with cervical screening. A false 

positive means that the cervical test says that there may be a higher risk of cancer even though 

cancer is not present.  False positives may cause stress, and might lead to  unnecessary tests that 

would not have been performed otherwise. A false negative occurs when the test does not 

indicate a higher risk of cancer even though one is present. False negatives may create a delay in 

diagnosis and treatment.   

Sometimes, even though a test shows a “positive” result, there may not be an increased risk of 

cancer. Changes in cells of the cervix tent to go away on their own especially in younger women. 

Follow-up procedures may be uncomfortable and could affect reproductive health.  

Potential Benefits: 

Individual Benefits. As a participant you will help inform culturally sensitive cervical screening 

programs in your community and in Ontario.   

Cervical screening will increase the chance of finding any high risk virus or changes in the 

cervix that could lead to cancer. By finding these changes early, you and your health care 

provider can address any problems before it becomes serious. Cervical screening might help 

identify cancer that has already developed increasing the chance of survival.  You may worry 

less about your health by learning your cervical cancer screening results.  

Regional Benefits. In the short term (now to 2 years), this research will raise awareness for 

cervical screening and management.  Health care providers will get to know more about the self-

sampling method of cervical screening and its impact on barriers of cervical screening. Better 

ways to coordinate care and access care according to Canadian guidelines may emerge.  

This kind of collaborative research often has a team building effect. Gaps and inconsistencies in 

care will begin to be documented and can be addressed. Health care professionals will have the 

opportunity to share ideas and strategies with their counterparts in neighbouring communities. 
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Community and participants will collaborate in the research process and will have the ability to 

act on it. More community-based and culturally-based approaches to cancer prevention and care 

may be the long-term outcome (2 to 5 years).  

National Benefits. This cervical cancer-preventing project has the potential to contribute to our 

understanding of the disease from a holistic framework perspective.  Further we hope to find 

answers why cancer rates are high in First Nations communities, what can be done to reduce 

them and how health promotion and education programs for women can decrease cancer rates. 

We hope to influence stakeholders to incorporate our findings into standard of care, particularly 

including the HPV self-sampling screening method.  

Incentives, Payment or Reimbursement: 

You will have a chance to win a $50 gift card (Walmart or grocery store)  for each questionnaire 

you complete, up to a maximum of 3 wins. There will be draws held at each event for gifts ($50 

value).  There will be one gift card awarded for every 10 completed consent forms in your 

community. 

Winners will be notified by the Research Team of their win before being mailed their gift 

certificate, if you agree at the end of this consent form.  We will hold 6 draws (i.e. one per month 

of the screening trial over two phases) plus 2 follow-up draws per community (i.e. one follow-up 

draw for each screening phase), and a final grand draw with 2 prizes for all of the communities. 

You also have a chance to win a study t-shirt at the educational event in your community. 

If you withdraw from the project at a later date you can still keep the gift card. Please note, that 

once the results have been published, withdrawal is no longer possible (approximately by June 

2015).  

Confidentiality: 

We take your privacy and protecting the confidentiality of the information you provide seriously. 

We follow strict privacy practices that direct how your information is collected, who can see 

your information and how that information will be used. Protecting your personal information is 

important to the Research Team and we have a system in place to ensure your privacy. Your 

information is being collected for research purposes and will not be released or published 

without consent unless there is a requirement to do so by law (e.g., in rare situations, a warrant 

could be issued by a court of law).  
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If you decide to complete the questionnaire, your personal identifying information (i.e. your 

name and contact information) will be replaced with a unique code. This unique code will let us 

store your data and link your questionnaire information with your cervical screening information 

while allowing us to keep you identity confidential. Only two members of the Research Team 

will have access to the key that matches your unique code to your identity. 

If you agree to be contacted for optional follow-up, we will get in touch with you twice to invite 

you to follow-up events. We will ask you for updated information about your feelings about 

cervical cancer and cervical screening. You have the option to opt out of being contacted for 

follow-up. 

Other factors such as recruitment techniques may also limit confidentiality. For instance the band 

chief or council members may know who is participating in the study. 

All researchers and research representatives have signed Confidentiality Agreements. 

Cervical Screening Study Results: 

We aim to see which method of cervical screening First Nations women prefer with this study, 

self-sampling HPV test or Pap tests. We will compare the number of women who attend a Pap 

test with the number of women who mail in an HPV sample. With your consent, we can collect 

this information using medical databases including CytoBase for Pap tests and Health Canada 

databases for the HPV tests. We will use your date of birth, the Ontario Health Insurance Plan 

number and your permission to look into your cervical screening result. 

With the study, we will only be looking for test results for consenting participants during the 

study’s timeframe. Therefore, we will only consider tests that have taken place during the 3-

month period of each arm of the trial plus one month afterward. To ensure that we match the test 

result to the correct participant, we will ask for your full name, date of birth (DOB) and Ontario 

Health Insurance Plan (OHIP/health card) number with your consent.  

Follow-Up of Cervical Screening Results: 

Having an abnormal Pap test or a positive HPV test DOES NOT mean you have cancer.  

A small number of women who have an “abnormal” Pap test result will be contacted by a health 

care provider or someone on the research team about further follow-up. All Pap test related 

communication follows the current standard practice for cervical screening in Ontario. If you are 

told that your Pap test result was “abnormal” you will be recommended to visit your health care 

provider for follow-up. If you are not registered with any health care provider, you will be  
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recommended to follow-up with the colposcopy clinic at the Thunder Bay Regional Health 

Sciences Centre.  In both instances, you will be given contact information for the Research Team 

if you have any questions. 

Participants whose HPV samples are positive for high-risk HPV will hear that “Your sample is 

positive with a high-risk HPV” and the corresponding HPV type, through their preferred method 

of contact.  Cases who are positive for low-risk HPV but negative for high-risk HPV will hear 

“Your sample is negative for high-risk HPV”.  Participants with high-risk HPV will be 

recommended to follow-up with their personal health care provider, or at the colposcopy clinic at 

the Thunder Bay Regional Health Sciences Centre. 

Access to Research Information: 

The research representative will lock all consent forms and questionnaires with identifying 

information in a secure, locked area in your community. These documents are then sent to the 

central research institution (Thunder Bay Regional Research Institute), and be stored in a locked 

cabinet in a locked office.  

The unique identifiers (Study ID’s) to replace the names of the participants will be created using 

a random number generator. Questionnaires will not have any name or contact information on 

them. The key that matches the contact information with the questionnaire data will be available 

only to Dr. Zehbe and the research coordinator. A member of the Research Team will enter these 

data electronically, at which point the identifying information will be separated from the 

questionnaire data.  Both databases will be secure and protected on the Thunder Bay Research 

Institute network. 

Only the Research Team and/or a delegate of the Research Team will have access to the coded 

questionnaire data.  Hard copies of the questionnaire, informed consent forms and the 

corresponding electronic databases will be retained until results are disseminated to the 

participating communities and have been published in articles and scientific papers (5 years). 

Participants will be informed about the outcome of the study through feedback from the 

Research Team and through presentations at the community level. 

Participation and Withdrawal: 

Participation in this research project is voluntary. If you agree to participate you will be given a 

copy of the consent form to keep. You may refuse to participate or may withdraw at a later time. 

If you wish to withdraw from the study please contact either Brianne Wood (woodb@tbh.net) at 

807-684-6609 or Ingeborg Zehbe (zehbei@tbh.net) at 807-684-7246. We will then remove your  
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data from the collection undertaken in this research project provided it has not been published 

yet. If you do not wish to participate, you do not have to provide any reason for your decision not 

to participate.   

Information about the Study Results: 

You may obtain information about the results of the study by contacting Brianne Wood 

(woodb@tbh.net) at 807-684-6609 or Ingeborg Zehbe (zehbei@tbh.net) at 807-684-7246 at the 

Thunder Bay Regional Research Institute. You can request a copy of the Research Report after 

June 2015.  

Information about Participating as a Study Subject: 

If you have questions or require more information about the study itself, please contact 

contacting Brianne Wood (woodb@tbh.net) at 807-684-6609 or Ingeborg Zehbe 

(zehbei@tbh.net) at 807-684-7246 at the Thunder Bay Regional Research Institute. This study 

has been reviewed and approved by the Lakehead University Research Ethics Board.  If you 

have questions about your rights as a research participant, please contact:  

 Lakehead University Research Ethics Board,  

Office of Research Services, Lakehead University, 

 955 Oliver Road,  

Thunder Bay, Ontario    P7B 5E1, 

 Phone: 807-346-7749 (collect calls will be accepted) 

How do you wish to be contacted with your cervical screening results?   

|_| I wish to have one of the local health care providers contact me with my cervical 

screening results.  The Cervical Screening Representative can help me set up a cervical screening 

appointment with one of the local health care providers. 

|_| I wish to have my family physician or a health care provider who is not currently involved 

with the study. The contact information for this person is below: 

Name of physician:   ___________________________________________________________ 

Clinic or location of practice:   ___________________________________________________ 

 



 

9 
 

 

Phone number, mailing address, email address (any contact information ):  

______________________________________________________________________________ 

 

______________________________________________________________________________ 

 

______________________________________________________________________________ 

 

______________________________________________________________________________ 

Consent options (Please select one):  

|_| I agree that the Research Team or a delegate of the Research Team may use my personal 

information and personal health information during the study timeframe only. I do not wish to 

hear from them after I complete the questionnaire.  

|_| I agree that the Research Team or a delegate of the Research Team may use my personal 

information and personal health information during the study timeframe, and I would like to be 

contacted if I win one of the gift cards. The Research Team can contact me using the information 

I provide below. 

|_| I agree that the Research Team or a delegate of the Research Team may use my personal 

information and personal health information during the study timeframe, and I would like to be 

contacted if I win one of the gift cards. I agree that the Research Team or a delegate of the 

Research Team may use the contact information that I provide to let me know about follow-up 

events and further opportunities related to cervical screening. The Research Team can contact me 

using the information I provide below. 

Consent: 

By signing this form, I agree that:  

• The study and the participation process have been explained to me. 

• All my questions were answered.                                                                    

• Possible harm and discomforts and possible benefits (if any) of this study have been 

explained to me.                                                                                               
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• I understand that I have the right not to participate and the right to withdraw at any time 

before publicizing results.                                                                                

• I understand that I may refuse to participate without consequence.                 

• I have a choice of not answering any specific questions.         

• I am free now, and in the future, to ask any questions about the study.   

• I have been told that my personal information will be kept confidential.   

• I understand that no information that would identify me will be released or printed 

without asking me first.                     

• I understand that I will receive a signed copy of this consent form.    

• I agree for my data to be used for the final analysis together with other results obtained 

during the study.          

If yes, please provide your contact information: 

Phone number and/or address ___________________________________________________ 

   

_____________________________________________________________________________ 

I hereby consent to participate in this study:  

 Name of Participant: _____________________________________________________ 

 

 Signature _____________________________ Date_____________________________ 

        

 Date of Birth (month/day/year): ____________________________________________ 

  

 Ontario Health Insurance Plan (OHIP) number (#### ### ###): _______________



 

Version 1.0 – February 18, 2013 

 

Anishinaabek Cervical Cancer Screening Study Questionnaire 

Delivered by [name and community]: 

Date and time started:     Date and time completed: 

Thank you very much for agreeing to complete this survey for the Anishinaabek Cervical Cancer 

Screening Study. Your help will ensure that the study will be able to answer questions about how 

cervical cancer screening fits into your community and the Aboriginal holistic health 

perspective.   

The survey will ask questions about you, your health and health practices, your knowledge of 

and attitudes toward human papillomavirus (HPV), cervical cancer screening and women’s 

health in general. It should take about 30 minutes to complete. Please let me know if you don’t 

feel comfortable answering any of the questions – you do not need to answer questions that make 

you uncomfortable. Most questions require that you simply indicate which answer fits best with 

your experience. Other questions ask for you to select all of the options that apply to you. There 

are also a few questions where you may be asked to talk about any experiences that were not 

covered by a particular question or section. Depending on your answer for some questions, I may 

skip past some questions or go to a different part of the questionnaire.  

There are no right or wrong answers to any question. Since we will be using this survey with 

many women with different experiences, you may find that some of the questions do not seem to 

apply to you. Other questions will definitely be relevant. Many questions ask you to think back 

over your adult years, or over the past several months, to recall specific information. Please take 

your time to consider each question carefully.  

Remember that all your answers are completely confidential. We encourage you to try to answer 

all questions but you do not need to answer questions that make you feel uncomfortable or you 

do not know. A good guess is always better than no information at all. If you would like to tell us 

more about any specific items, please use the available space at the end of the questionnaire.  If 

you have questions during the questionnaire, please feel free to ask the interviewer or you may 

contact the research team directly or using the help-line as indicated on the consent form. 

Let’s begin! 
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Personal Health 

I’m going to ask you some questions are about your medical and health history as well as your 

access to health resources. 

1. In general, compared to other people of your age, would you say your health is: 

a. Excellent 

b. Very good 

c. Good 

d. Fair 

e. Poor 

 

2. In general, what best describes your health care situation (select all that apply): 

      |_| I visit the health care centre in the community  

      |_| I use the services off reserve  using the community’s transportation services  

      |_| I use the services off reserve  but use my own transportation   

      |_| I access traditional medicinal practices or traditional healing in my community 

      |_| I access traditional medicinal practices or traditional healing outside of my community 

 

3. A Pap test is a test where a doctor or nurse practitioner checks for changes in the cells of 

the cervix.  The cervix is the lower part of the uterus/womb that opens into the vagina, 

the birth canal.  A Pap test can be done during a pelvic exam or a Well-Woman exam.  

(Please provide pamphlet as visual aid)   

Have you ever had a Pap test: 

a. Yes 

b. No (skip to #7) 

c. Do not know (skip to #7) 

 

4. When was the last time you had a Pap test: 

a. Less than six months ago 

b. Between six month and 1 year ago 

c. 1 to 3 years ago 

d. More than 3 years ago 

e. Do not know 
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5. Have you ever been told that you need to have follow-up to a Pap test or told that you 

have had an abnormal Pap test: 

a. Yes  

b. No (skip to #7) 

c. Do not know (skip to #7) 

d. Prefer not to answer (skip to #7) 

 

6. If you have had an abnormal Pap test, what best describes your present situation: 

a. I am waiting for or I am still receiving treatment from my doctor 

b. I have not followed up these tests results because I have not been able to get 

services 

c. I decided not to have treatment because I am uncomfortable with it 

d. I decided not to have treatment because I don’t think it will help 

e. I have completed treatment 

f. Other (please specify) ----------------------------_________________________ 

g. Do not know 

h. Prefer not to answer 

One method of cervical screening being used in this study is a self-sampling test that allows 

women to take a sample of cells from their vagina to be tested for the virus that causes cervical 

cancer. This test requires women to insert a swab into their vagina and rotate a few times, and 

then closing this swab in a test tube to send off to a lab.  Using this self-sampling test can be 

compared to using a tampon during a menstrual period or “Moon-Time”. (Please provide 

pamphlet as visual aid)   

7. Have you ever used tampons: 

a. Yes 

b. No 

c. Prefer not to answer 
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The cervix is the connection between the uterus, where the baby grows inside a woman, and the 

vagina is the canal where a baby is born. Some women have a surgery called a hysterectomy to 

remove the uterus for medical reasons or by choice.  Different methods of removing the uterus 

affect women’s risk of getting cervical cancer. (Please use pamphlet as visual aid of anatomy)   

8. Have you had a hysterectomy: 

a. Yes 

b. No 

c. Do not know 

d. Prefer not to answer 

 



Participant ID:  

Date started: Psychosocial Health 
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Feelings toward Women’s Health Care 

 

The following questions are asking about your feelings and experiences with health care 

related to women’s health issues. If you have had a Pap test before or a Well Woman 

visit, try to recall your experience with those health visits.  Please indicate how much you 

agree with the following statements by checking only one box per row. The 

accompanying scale may help you visualize your answer. If you feel that a question 

doesn’t apply to you, please let me know. 

 

 Strongly 

Disagre

e 

 

 

1 

Disagre

e 

 

 

 

2 

Slightly 

Disagre

e 

 

 

3 

Neither 

agree 

nor 

disagre

e 

4 

Slightl

y 

Agree 

 

 

5 

Agre

e 

 

 

 

6 

Strongl

y Agree 

 

 

7 

Prefer 

not to 

answe

r 

I feel 

comfortable 

discussing 

women’s health 

issues with a 

male health 

professional 

        

I think I have a 

trusting 

relationship 

with my 

healthcare 

provider 

        

I often feel that 

the health 

services that I 

receive are 

respectful of my 

culture and 

heritage 

        

Scheduling 

medical 

appointments is 

difficult because 

I find it hard to 

get childcare 

        

Scheduling 

medical 

appointments is 

difficult because 

I find it hard to 

take time away 

from my job 
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 Strongly 

Disagre

e 

 

 

1 

Disagre

e 

 

 

 

2 

Slightly 

Disagre

e 

 

 

3 

Neither 

agree 

nor 

disagre

e 

4 

Slightl

y 

Agree 

 

 

5 

Agre

e 

 

 

 

6 

Strongl

y Agree 

 

 

7 

Prefer 

not to 

answe

r 

I cannot access 
the health 

services in my 
community 

        

Growing up, my 

mother/caregive

r did not discuss 

personal 

women’s issues 

such as 

sexuality with 

me 

        

I am afraid that 

my visit or 

results will not 

be kept private 

        

I am able to/I 

hope to be able 

to be open to 

discussing 

personal 

women’s issues 

with my 

children (this 

may not be 

applicable for 

you – please 

indicate) 

        

I do not have 

access to 

transportation 

for out-of-town 

medical 

appointments 

        

I know why Pap 

tests are 

important 

        

I believe Pap 

tests are 

important for 

me 
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 Strongly 

Disagre

e 

 

 

1 

Disagre

e 

 

 

 

2 

Slightly 

Disagre

e 

 

 

3 

Neither 

agree 

nor 

disagre

e 

4 

Slightl

y 

Agree 

 

 

5 

Agre

e 

 

 

 

6 

Strongl

y Agree 

 

 

7 

Prefer 

not to 

answe

r 

I think it is 

important to 

look after my 

health so I can 

be a role model 

for my children 

and/or young 

people in the 

community 

        

I may or may 

not get cancer, 

but there isn’t 

much I can do 

about it 

        

If I had cancer, I 

would trust the 

doctors would 

do their best to 

cure me 

        

I think that 

traditional 

Anishinaabek 

medicine is 

important for 

staying healthy 

and preventing 

disease 
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Psychosocial Health 

This section of the questionnaire asks about how you feel about your health and your body. How 

you think and feel are an important part of overall health and wellness. Please indicate how much 

you agree with the following statements (the attached scale can be used as a visual aid). 

 

 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

In the last 

three 

months, I 

have been 

worried 

about my 

general 

health 

        

In general, I 

feel well 

informed 

about 

cervical 

screening 
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 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

I think that 

I will 

probably 

get some 

form of 

cancer in 

my life 

        

In the last 

three 

months, I 

feel good 

about my 

body 

        

In the last 

three 

months, I 

have 

worried 

about 

getting a 

positive 

cervical 

screening 

test result 

        

In the last 

three 

months, I 

have 

worried 

about my 

ability to 

have 

children 
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 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

I think that 

my chances 

of getting 

cervical 

cancer are 

much 

higher 

compared 

to other 

women 

        

In the last 

three 

months, I 

am 

generally 

satisfied 

with the 

support I 

have had 

from other 

people 

        

In the last 

three 

months, I 

have 

worried 

about my 

family or 

other 

people in 

my 

community 

learning 

about my 

cervical 

screening 

results 
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HPV and Cervical Cancer Information 

1. How did you learn about HPV or cervical cancer (select all that apply): 

|_| My health care provider 

|_| Friend or family member 

|_| Sexual education in school or workshop run by the health clinic 

|_| Internet (website or social media) 

|_| TV 

|_| Poster or pamphlet 

|_| I don’t really know much about HPV or cervical cancer 

|_| Other (please specify) ----------------------------- _________________  

|_| Prefer not to answer 

We are now going to ask you a few questions about HPV, cervical cancer and cancer screening.  

We will provide a fact sheet with the correct answers afterwards. Please try to answer as many 

questions with a “true” or “false” as you can.  If you have any additional questions, please feel 

free to contact someone on the research team or www.accssfn.com 

 

 True False Not sure 

Most people will get 

HPV at some point in 

their life. 

 

   

People get HPV by 

sharing a fork, plate 

or glass with 

someone who has 

HPV. 

 

   

HPV infections are 

the main cause of 

cervical cancer. 

   

HPV only affects 

women. 

   

Pap tests and HPV 

tests help prevent 

cervical cancer. 

   

 

 

http://www.accssfn.com/
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Social and Demographic Information 

These questions are about where you live and your background. These questions will help us 

understand a bit more about the people who are participating in the study. 

1. What is your age group: 

a. 25-29 

b. 30-34 

c. 35-39 

d. 40-44 

e. 45-49 

f. 50-54 

g. 55-59 

h. 60-64 

i. 65-69 

 

2. What First Nations community/communities are you registered with:   

___________________________________________________________________________ 

 

3. Do you currently live on-reserve: 

a. Yes 

b. No, I live: --------------------------- ____________________________(where 

you live now) 

 

4. Do you consider yourself: 

a. First Nation 

b. Métis 

c. Do not know 

d. Prefer not to answer 

e. Other (please specify) --------------------------- ___________________________ 

 

5. In what language are you are most comfortable speaking: 

a. English 

b. Ojibway, or another Anishinaabek language 

c. French 

d. Other (please specify) ----------------------------- __________________________ 
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6. What is the highest level of education that you have completed: 

a. Less than high school 

b. High school diploma 

c. Some trade, technical school or college 

d. Received certificate from university or diploma from college 

e. University degree 

 

7. Do you currently work for pay (e.g., wages, salary, self-employed): 

a. I am currently employed 

b. I am not currently employed, and I am looking for paid work  

c. I am not currently employed and I am not looking for paid work (Note: this 

includes students, retirees, homemaker, etc) 

d. Prefer not to answer  

 

8. How many children live in this household? Include all children, 17 or younger, who reside in 

this household at least half of the time. If none, mark “0”: 

 

0-5 years  

6-11 years  

12-17 years  

 

9. Including you, how many adults live in this household? Include all adults, 18 and over, who 

reside in this household at least half of the time: ______ 

 

In the interviews and focus groups, we heard that attending a residential school has had a 

lasting impact on the Aboriginal culture, First Nations women in particular.  The term 

“residential school” refers to residential school systems attended by Aboriginal students.  

This includes residential schools run by religious orders, industrial schools, boarding schools, 

student residences, hostels and billets. The last residential school shut down in 1996. 

Remember that your answers are confidential. 

 

10. Have you ever attended a residential school? 

a. Yes 

b. No  

c. Do not know  

d. Prefer not to answer  
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11. Have your parents or grandparents ever attended a residential school? 

a. Yes 

b. No (skip to next section) 

c. Do not know (skip to next section) 

d. Prefer not to answer (skip to next section) 

 

12. Do you think that your overall health and well-being has been affected by personally 

attending or having a family member attend a residential school? 

a. Yes, negatively impacted 

b. Yes, positively impacted 

c. No impact 

d. Do not know 

e. Prefer not to answer  

 

13. Do you have any additional comments about any question you have seen so far on this 

questionnaire: 

___________________________________________________________________________ 

___________________________________________________________________________ 
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Food Security 

Food security has been defined as: “…. when all people, at all times, have physical and 

economic access to sufficient, safe and nutritious food to meet their dietary needs and food 

preferences for an active and healthy life”  (World Food Summit, 1996). Food security is related 

to good health.  

This last section asks questions about being able to afford food for your household. Some of the 

questions are very personal and may be difficult for you to answer. Like the rest of the 

questionnaire, this information is strictly confidential and no names will be released to the 

community or government.  

I’m going to read several statements that may be used to describe the food situation of a 

household. The following questions ask about your access to food over the past 12 months.    

1. Which of the following statements best describes the food eaten in your household in the past  

12 months? 

a.   You and other household members always had enough of the kinds of food you wanted to   

      eat. 

b.   You and other household members had enough to eat, but not always the kinds of food you  

      wanted. 

c.    Sometimes you and other household members did not have enough to eat. 

d.   Often you and other household members didn’t have enough to eat. 

e.   Do not know 

f.    Prefer not to answer 

 

The following statements may be used to describe the food situation for a household. Please 

indicate if the statement was often true, sometimes true, or never true for you and other 

household members in the past 12 months. 

2. You and other household members worried that food would run out before you got money to 

buy more. Was that often true, sometimes true, or never true in the past 12 months? 

a.    Often true 

b.    Sometimes true 

c.    Never true 

d.    Do not know  

e.    Prefer not to answer 

3. The food that you and other household members bought just didn’t last, and there wasn’t any 

money to get more. Was that often true, sometimes true, or never true in the past 12 months? 

a.    Often true 

b.    Sometimes true 

c.    Never true 

d.    Do not know  

e.    Prefer not to answer  
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4. You and other household members couldn’t afford to eat balanced meals. In the past 12 

months was that often true, sometimes true, or never true? 

a.    Often true  

b.    Sometimes true 

c.    Never true 

d.    Do not know  

e.    Prefer not to answer 

If the participant responds "often true" or "sometimes true" to ANY ONE of #1-4,  

OR “Sometimes” or “Often” to #1, then continue to #5; otherwise, skip to the next section. 

 

The following questions are about the food situation in the past 12 months for you or any 

other adults in your household. 

 

5. In the past 12 months, did you or other adults in your household ever cut the size of your 

meals or skip meals because there wasn’t enough money for food? 

a.    Yes 

b.    No  (Skip to 9) 

c.    Do not know  

d.    Prefer not to answer 

 

6. How often did this happen? 

a.    Almost every month 

b.    Some months but not every month 

c.    Only 1 or 2 months 

d.    Do not know  

e.    Prefer not to answer 

7. In the past 12 months, did you personally ever eat less than you felt you should have because 

there wasn’t enough money to buy food? 

a.    Yes 

b.    No   

c.    Do not know  

d.    Prefer not to answer 

8. In the past 12 months, did you personally lose weight because you didn’t have enough money 

for food? 

a.    Yes 

b.    No 

c.    Do not know  

d.    Prefer not to answer 
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If the participant responded “yes” to #5, #7 or #8, continue to #9; otherwise, skip to the next 

section 

9. In the past 12 months, did you or other adults in your household ever not eat for a whole day 

because there wasn’t enough money for food? 

a.    Yes 

b.    No 

c.    Do not know  

d.    Prefer not to answer 

10. How often did this happen? 

a.    Almost every month 

b.    Some months but not every month 

c.    Only 1 or 2 months 

d.    Do not know  

e.    Prefer not to answer 
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Questionnaire Evaluation 

To help us make better questionnaires in the future, we would like to hear your feedback on the 

current questionnaire. 

 

 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

The questions 

that were asked 

in this 

questionnaire 

were relevant 

to my health 

and to cervical 

cancer 

screening. 

       

The questions 

in this 

questionnaire 

pertaining to 

my health were 

straightforward 

and easy-to-

answer. 

       

 

1. Do you have any other comments about the questionnaire or your experience in the 

study (please specify): 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

 

 

 

Miigwetch. Thank you for your participation with the study.
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Anishinaabek Cervical Cancer Screening Study Follow-Up Questionnaire 

Delivered by [name and community]: 

Date and time started:     Date and time completed: 

Dear Participant, 

Thank you very much for agreeing to complete a quick follow-up survey for the Anishinaabek 

Cervical Cancer Screening Study. Your help will ensure that the study will be able to answer 

questions about how cervical cancer screening fits into your community and the Aboriginal 

holistic health perspective.   

The survey will ask questions about your experience with cervical screening and as a participant 

in the study from [date-date]. The survey will take approximately 10 minutes to complete. 

Please let me know if you don’t feel comfortable answering any of the questions – you do not 

need to answer questions that make you uncomfortable. Most questions require that you simply 

indicate which answer fits best with your experience. Other questions ask for you to select all of 

the options that apply to you. There are also a few questions where you may be asked to talk 

about any experiences that were not covered by a particular question or section. Depending on 

your answer for some questions, I may skip past some questions or go to a different part of the 

questionnaire.  

There are no right or wrong answers to any question. Most questions will ask about your 

experience in the Anishinaabek Cervical Cancer Screening Study. Some questions will ask about 

options that might improve your screening experience in the future. Please take your time to 

consider each question carefully.  

Remember that all your answers are completely confidential. We encourage you to try to answer 

all questions but you do not need to answer questions that make you feel uncomfortable or you 

do not know. A good guess is always better than no information at all. If you would like to tell us 

more about any specific items, please use the available space at the end of the questionnaire.  If 

you have questions during the questionnaire, please feel free to ask me. Please feel free to review 

your consent form for more information regarding participation in the study as well. 

Let’s begin! 
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Follow-up Survey #1 about experience in cervical cancer screening 

Thank you for participating in follow-up in the Anishinaabek Cervical Cancer Screening Study. 

We would like to hear about your experience as a participant with HPV self-sampling from 

[date-date]. 

1. Have you attended a Pap test between [date-date]? 

a. Yes 

b. No (skip to Question 3) 

c. Do not know (skip to Question 3) 

d. Prefer not to answer (skip to Question 3) 

 

2. Did you have the Pap test done because (please circle all that apply): 

a. The Pap test was offered as part of the Anishinaabek Cervical Cancer 

Screening Study 

b. You were due to have a Pap test done 

c. Other (please specify) --------------------------_________________________ 

d. Do not know 

 

3. Did you choose to participate in the self testing screening offer in your community 

between [date-date]? 

a. Yes 

b. No 

c. Prefer not to answer 

If you chose to collect your own sample for HPV cervical screening, why? If you chose not to 

participate in HPV self-sampling, why not?  

 

______________________________________________________________________________ 

 

______________________________________________________________________________ 
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4. If you answered “Yes” to Question 3: When participating in the screening, how did 

you feel taking your own sample for cervical screening? 

a. Very comfortable 

b. Comfortable 

c. Neither comfortable nor uncomfortable 

d. Somewhat uncomfortable 

e. Very uncomfortable 

f. Prefer not to answer 

 

 

Why do you think you felt this way? 

 

___________________________________________________________________________ 

 

___________________________________________________________________________ 

 

5. If you have the option of using a self-sampling tool for cervical cancer screening in 

the future, how would this affect you? 

a. I would use the self-sampling tool for cervical cancer screening in addition to 

other cervical cancer screening visits to my doctor or nurse practitioner (e.g., 

Well-Woman exams) 

b. I would use the self-sampling tool for cervical cancer instead of cervical 

cancer screening visits to my doctor or nurse practitioner  

c. I would prefer to continue visiting my health care provider for cervical cancer 

screening exclusively instead of using the self-sampling test 

d. Do not know 

 

6. Would a reminder make you more likely to participate in cervical cancer screening? 

a. Yes 

b. No  (skip to Question 10) 

c. Not sure 
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7. If you were offered a reminder for cervical cancer screening, which of the following 

ways of being reminded would you prefer: 

a. A mailed reminder letter 

b. A reminder email 

c. A reminder telephone call  

d. A reminder text 

e. An in-person reminder 

f. Other (please specify) ----------------------------________________________ 

g. Do not know 

 

8. Of the following people, who would you feel most comfortable receiving a cervical 

screening reminder from (please circle all that apply): 

a. My health care provider (doctor or nurse practitioner) at an off-reserve clinic 

b. A health clerk at an off-reserve clinic 

c. A visiting health care provider(doctor or nurse practitioner) in your 

community 

d. Your community health nurse 

e. Your community health representative 

f. A health clerk in your community 

 

9. Is there anyone else you can think of that with whom you’d be comfortable being 

contacted for a cervical screening reminder? (please specify) 

________________________________ 

 

10. What are some important reasons for you deciding to participate in the study (please 

circle all that apply): 

a. My health is important to me 

b. I want to help improve the health in my community, of my children, of the 

next generation 

c. I think cancer screening is important to help bring health and healing back 

into the community 

d. My friends or family wanted to me to join the study 

e. I was interested in winning the incentive 

f. Do not know 

g. Prefer not to answer 
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11. Are there any other reasons that helped you decide to participate in the study? 

 

____________________________________________________________________ 

 

_____________________________________________________________________ 
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Psychosocial Health 

This section of the questionnaire asks about how you feel about your health and your body. How 

you think and feel are a very important part of overall health and wellness. Please indicate how 

much you agree with the following statements (the attached scale can be used as a visual aid). 

 

 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

In the last 

three 

months, I 

have been 

worried 

about my 

general 

health. 

        

In general, I 

feel well 

informed 

about 

cervical 

screening. 

        

I think that 

I will 

probably 

get some 

form of 

cancer in 

my life. 

        

In the last 

three 

months, I 

feel good 

about my 

body. 
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 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

In the last 

three 

months, I 

have 

worried 

about 

getting a 

positive 

cervical 

screening 

test result. 

        

In the last 

three 

months, I 

have 

worried 

about my 

ability to 

have 

children. 

        

I think that 

my chances 

of getting 

cervical 

cancer are 

much 

higher 

compared 

to other 

women. 

        

In the last 

three 

months, I 

am 

generally 

satisfied 

with the 

support I 

have had 

from other 

people. 
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 Strongly 

Disagree 

 

1 

Disagree 

 

 

2 

Slightly 

Disagree 

 

3 

Neither 

agree 

nor 

disagree 

4 

Slightly 

Agree 

 

5 

Agree 

 

 

6 

Strongly 

Agree 

 

7 

Prefer 

not to 

answer 

In the last 

three 

months, I 

have 

worried 

about my 

family or 

other 

people in 

my 

community 

learning 

about my 

cervical 

screening 

results. 

        

 

 

1. Is there anything else you wish to comment on today regarding your experience with 

women’s health? 

_________________________________________________________________ 

 

_________________________________________________________________ 

 

 

 

 

Miigwetch. Thank you for your participation with the study.
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Anishinaabek Cervical Cancer Screening Study Follow-Up Questionnaire 

Delivered by [name and community]: 

Date and time started:     Date and time completed: 

Dear Participant, 

Thank you very much for agreeing to complete a quick follow-up survey for the Anishinaabek 

Cervical Cancer Screening Study. Your help will ensure that the study will be able to answer 

questions about how cervical cancer screening fits into your community and the Aboriginal 

holistic health perspective.   

The survey will ask questions about your experience with cervical screening and as a participant 

in the study from [date-date]. The survey will take approximately 10 minutes to complete. 

Please let me know if you don’t feel comfortable answering any of the questions – you do not 

need to answer questions that make you uncomfortable. Most questions require that you simply 

indicate which answer fits best with your experience. Other questions ask for you to select all of 

the options that apply to you. There are also a few questions where you may be asked to talk 

about any experiences that were not covered by a particular question or section. Depending on 

your answer for some questions, I may skip past some questions or go to a different part of the 

questionnaire.  

There are no right or wrong answers to any question. Most questions will ask about your 

experience in the Anishinaabek Cervical Cancer Screening Study. Some questions will ask about 

options that might improve your screening experience in the future. Please take your time to 

consider each question carefully.  

Remember that all your answers are completely confidential. We encourage you to try to answer 

all questions but you do not need to answer questions that make you feel uncomfortable or you 

do not know. A good guess is always better than no information at all. If you would like to tell us 

more about any specific items, please use the available space at the end of the questionnaire.  If 

you have questions during the questionnaire, please feel free to ask me. Please feel free to review 

your consent form for more information regarding participation in the study as well. 

Let’s begin! 
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Follow-up Survey #1 about experience in cervical cancer screening 

Thank you for participating in follow-up in the Anishinaabek Cervical Cancer Screening Study. 

We would like to hear about your experience attending a Pap test during [date-date]. 

1. Have you attended a Pap test between [date-date]? 

a. Yes 

b. No (skip to Question 3) 

c. Do not know (skip to Question 3) 

d. Prefer not to answer (skip to Question 3) 

 

2. Did you have the Pap test done because (please circle all that apply): 

a. The Pap test was offered as part of the Anishinaabek Cervical Cancer Screening 

Study 

b. You were due to have a Pap test done 

c. Other (please specify) ----------------------------_________________________ 

d. Do not know 

 

3. Did you choose to participate in Pap test screening in your community between 

[date-date]? 

a. Yes 

b. No  

c. Prefer not to answer 

If you chose to take a Pap test, why?  If you chose not to attend a Pap test, why not?  

 

______________________________________________________________________________ 

 

______________________________________________________________________________ 

 

4. If you answered “Yes” to Question 3: When participating in the screening, how 

would you describe your Pap test experience? 

a. Very comfortable 

b. Comfortable 

c. Neither comfortable nor uncomfortable 

d. Somewhat uncomfortable 

e. Very uncomfortable 

f. Prefer not to answer 
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Why did you feel this way with after taking part in this type of screening? 

 

______________________________________________________________________________ 

 

______________________________________________________________________________ 

 

Another cervical screening option is the HPV test.  The HPV test looks for the high-risk types of 

human papillomavirus (HPV), which is a main risk factor for cervical cancer.  Cells can be taken 

from the vagina to test for the virus. The HPV self-sampling method can be done at home or in a 

clinic, without a doctor. (Please see visual aid). 

5. If you have the option of using a self-sampling tool for cervical cancer screening in 

the future, how would this affect you? 

a. I would use the self-sampling tool for cervical cancer screening in addition to 

other  cervical cancer screening visits to my doctor or nurse practitioner (e.g., 

Well-Woman exams) 

b. I would use the self-sampling tool for cervical cancer screening instead of 

cervical cancer screening visits to my doctor or nurse practitioner 

c. I would prefer to continue visiting my health care provider for cervical cancer 

screening exclusively instead of using the self sampling test 

d. Do not know 

 

6. Would a reminder make you more likely to participate in cervical cancer screening? 

a. Yes 

b. No (skip to Question 10) 

c. Not sure  

 

7. If you were offered a reminder for cervical cancer screening, which of the following 

ways of being reminded would you prefer:  

a. A mailed reminder letter 

b. A reminder email 

c. A reminder telephone call  

d. A reminder text 

e. An in-person reminder   

f. Other (please specify) ----------------------------_________________________ 

g. Do not know 
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8. Who would you be comfortable with being contacted with a reminder for cervical 

cancer screening by the following people (please circle all that apply): 

a. My health care provider (doctor or nurse practitioner) at an off-reserve clinic 

b. A health clerk at an off-reserve clinic 

c. A visiting health care provider(doctor or nurse practitioner) in your community 

d. Your community health nurse 

e. Your community health representative 

f. A health clerk in your community 

 

9. Is there anyone else you can think of that with whom you’d be comfortable being 

contacted for a cervical screening reminder? (please specify) 

________________________________ 

 

10. What are some important reasons for you deciding to participate in the study (please 

circle all that apply): 

a. My health is important to me 

b. I want to help improve the health in my community, of my children, of the next 

generation 

c. I think cancer screening is important to help bring health and healing back into the 

community 

d. My friends or family wanted to me to join the study 

e. I was interested in winning the incentive 

f. Do not know 

g. Prefer not to answer 

 

11. Are there any other reasons that helped you decide to participate in the study? 

 

____________________________________________________________________ 

 

_____________________________________________________________________ 
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Psychosocial Health 

This section of the questionnaire asks about how you feel about your health and your body. How 

you think and feel are a very important part of overall health and wellness. Please indicate how 

much you agree with the following statements (the attached scale can be used as a visual aid). 

 

 Strongl

y 

Disagre

e 

 

1 

Disagre

e 

 

 

2 

Slightly 

Disagre

e 

 

3 

Neither 

agree 

nor 

disagre

e 

4 

Slightl

y 

Agree 

 

5 

Agre

e 

 

 

6 

Strongl

y Agree 

 

7 

Prefer 

not to 

answe

r 

In the last 

three 

months, I 

have been 

worried 

about my 

general 

health. 

        

In general, 

I feel well 

informed 

about 

cervical 

screening. 

        

I think that 

I will 

probably 

get some 

form of 

cancer in 

my life. 

        

In the last 

three 

months, I 

feel good 

about my 

body. 
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 Strongl

y 

Disagre
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1 

Disagre
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2 

Slightly 

Disagre

e 

 

3 

Neither 

agree 

nor 
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e 

4 

Slightl

y 

Agree 

 

5 

Agre

e 

 

 

6 

Strongl

y Agree 

 

7 

Prefer 

not to 

answe

r 

In the last 

three 

months, I 

have 

worried 

about 

getting a 

positive 

cervical 

screening 

test result. 

        

In the last 

three 

months, I 

have 

worried 

about my 

ability to 

have 

children. 

        

I think that 

my 

chances of 

getting 

cervical 

cancer are 

much 

higher 

compared 

to other 

women. 
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 Strongl

y 

Disagre

e 

 

1 

Disagre

e 

 

 

2 

Slightly 

Disagre

e 

 

3 

Neither 

agree 

nor 

disagre

e 

4 

Slightl

y 

Agree 

 

5 

Agre

e 

 

 

6 

Strongl

y Agree 

 

7 

Prefer 

not to 

answe

r 

In the last 

three 

months, I 

am 

generally 

satisfied 

with the 

support I 

have had 

from other 

people. 

        

In the last 

three 

months, I 

have 

worried 

about my 

family or 

other 

people in 

my 

communit

y learning 

about my 

cervical 

screening 

results. 

        

 

 

1. Is there anything else you wish to comment on today regarding your experience with 

women’s health? 

_________________________________________________________________ 

 

_________________________________________________________________ 

 

 



Participant ID:  

Date started: Pap Test Follow-up Questionnaire 
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Miigwetch. Thank you for your participation with the study. 


