Part 1: Demographics

1. What is your age? ___________

2. What is your gender?

· Male
· Female
· Trans female
· Trans male
· Intersex
· Other (please list): ________________________________

3. What is your place of birth? 

· Canada
· Alberta 
· British Columbia 
· Manitoba 
· New Brunswick
· Newfoundland 
· Northwest Territories 
· Nova Scotia 
· Nunavut 
· Ontario 
· Prince Edward Island
· Quebec 
· Saskatchewan 
· Yukon 
· Other country (please list): _______________

4. What is your ethnicity? 

· Indigenous (Inuit, Métis, Native Canadian)
· Arab/West Asian (Armenian, Egyptian, Iranian, Lebanese, Moroccan)
· Black/African (African-Canadian, Haitian, Jamaican, Somali)
· East Asian (Chinese, Japanese, Korean)
· Latin American/Latino
· South Asian (Indian, Pakistani, Bangladeshi) 
· South East Asian (Filipino, Indonesian, Malaysian) 
· White/Caucasian/European 
· Other (please list): _______________

5. How fluent are you in English (speaking and reading)?

· Not fluent 
· Fluent
· Very fluent

6. Do you feel comfortable getting health information in English? 

· Yes
· No


7. Do you feel comfortable filling out medical forms by yourself, in English?

· Yes
· No

8. What is the highest level of schooling you completed? 

· Grade school
· Some high school
· High school 
· Some college/university
· College/University  
· Graduate school
· Other (please list): ____________________________

9. Are you the main caregiver to your friend/family member living with cancer? 

· Yes
· No

10. How much time per week do you spend caregiving (supporting your friend/family member with emotional, psychological and physical needs)?

· Less than 5 hours per week 
· Between 5 and 10 hours per week 
· Between 10 and 15 hours per week 
· Between 15 and 20 hours per week 
· More than 20 hours per week 
11. Have you spent time transporting your friend/family member to their appointments?

· No, not at all
· Yes, some time
· Yes, a lot of time
· Don’t know/not relevant 

12. How much help does your friend/family member living with cancer need with daily activities (like getting dressed, showering, preparing and eating food)? 

· A lot of help
· Some help
· No help at all 

13. What is your main work-related activity?

· Working (part-time or full-time)
· Student
· Retired
· Homemaker 
· Getting disability payment
· Unemployed
· Other (please list):_________________________

14. What is your household’s annual income for the most recent year?

· Less than $25,000
· $25,000 to $49,999
· $50,000 to $74,999
· $75,000 to $99,999
· More than $99, 999
· I prefer not to answer

15. Do you have easy access to the Internet to look up health information? 

· Yes
· No

16. What type of cancer was your friend/family member diagnosed with?

· Breast
· Gastrointestinal 
· Anal 
· Appendix 
· Biliary 
· Carcinoid 
· Colorectal 
· Esophageal
· Liver 
· Pancreatic
· Small Intestine
· Stomach
· Other (please list): ______________
· Genitourinary
· Adrenal
· Bladder
· Kidney 
· Penile 
· Prostate
· Testicular
· Other (please list): ______________
· Gynecological 
· Cervical
· Endometrial (Uterine)
· Ovarian
· Vaginal 
· Vulvar
· Other (please list): ______________
· Head & Neck  
· Larynx
· Major salivary glands
· Nasopharynx
· Oral Cavity
· Oro/Hypopharynx
· Paranasal sinus
· Other (please list): ______________
· Hematologic
· Hodgkin Lymphoma 
· Leukemia
· Multiple Myeloma 
· Non-Hodgkin Lymphoma 
· Other (please list): ______________
· I do not know


17. Which of these best describes where your friend/family member is with their cancer?

· Newly diagnosed and have not started treatment yet
· Newly diagnosed and getting treatment now
· Recently finished treatment (less than 3 months after treatment)
· Long-term follow-up (less than one year after treatment)
· Long-term follow-up (more than one year after treatment)
· Remission (cancer is gone) and monitoring 
· Recurrent cancer (cancer came back) and started treatment 
· Recently finished treatment for recurrent cancer 

18. What is the purpose of your friend/family member’s cancer treatment?

· To cure their cancer
· To prolong their survival (to control their cancer so they can live longer)
· Palliative (to manage their pain and/or symptoms)
· I do not know

19. For each option, check off the response that applies to you 
     “To what extent has your friend/family member’s cancer…”

	Options
	No, not at all

	Yes, a little
	Yes, a lot
	Do not know/
Not relevant

	a) Caused you stress?
	|_|
	|_|
	|_|
	|_|

	b) Had a negative effect on your physical health?
	|_|
	|_|
	|_|
	|_|

	c) Meant you have not had enough time for other family members?
	|_|
	|_|
	|_|
	|_|

	d) Meant you have not had enough time for other friends?
	|_|
	|_|
	|_|
	|_|

	e) Caused you to be more aware of the important things in life?
	|_|
	|_|
	|_|
	|_|

	f) Caused you to make positive changes in life?
	|_|
	|_|
	|_|
	|_|

	g) Made you value your relationship with other people more?
	|_|
	|_|
	|_|
	|_|



Your Role as a Caregiver

20. We would like to know about your present situation as a caregiver for your family member or friend. 
Select the best response for your present situation. 

	
	Strongly agree

	Agree
	Disagree
	Strongly disagree

	1. My life satisfaction has suffered because of the care.
	|_|
	|_|
	|_|
	|_|

	2. I often feel physically exhausted.
	|_|
	|_|
	|_|
	|_|

	3. From time to time I wish I could “run away” from the situation I am in.
	|_|
	|_|
	|_|
	|_|

	4. Sometimes I don’t really feel like “myself” as before.
	|_|
	|_|
	|_|
	|_|

	5. Since I have been a caregiver my financial situation has decreased.
	|_|
	|_|
	|_|
	|_|

	6. My health is affected by the care situation.
	|_|
	|_|
	|_|
	|_|

	7. The care takes a lot of my own strength.
	|_|
	|_|
	|_|
	|_|

	8. I feel torn between the demands of my environment (such as family) and the demands of the care.
	|_|
	|_|
	|_|
	|_|

	9. I am worried about my future because of the care I give.
	|_|
	|_|
	|_|
	|_|

	10. My relationships with other family members, relatives, friends and acquaintances are suffering as a result of the care.
	|_|
	|_|
	|_|
	|_|





21. Preparedness of Caregiving
We would like to know how prepared you feel to care for your family member or friend. Answer the following questions.

	
	Not at all prepared

	Somewhat prepared
	Undecided
	Prepared
	Very Well Prepared

	1. How well prepared do you think you are to take care of your relative / friend’s physical needs?
	|_|
	|_|
	|_|
	|_|
	|_|

	2. How well prepared do you think you are to take care of your relative / friend’s emotional needs?
	|_|
	|_|
	|_|
	|_|
	|_|

	3. How well prepared do you think you think you are to find out about and set up services for your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|

	4. How well prepared do you think you are for the stress of caregiving? 
	|_|
	|_|
	|_|
	|_|
	|_|

	5. How well prepared do you think you are to make caregiving activities pleasant for both you and your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|

	
	Not at all prepared

	Somewhat prepared
	Undecided
	Prepared
	Very Well Prepared

	6. How well prepared do you think you are to respond to and handle emergencies that involve your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|

	7. How well prepared do you think you are to get the help and information you need from the health care system?
	|_|
	|_|
	|_|
	|_|
	|_|

	8. Overall, how well do you think you are to care for your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|



22. Caregiver competence scale
We would like to know how competent you feel to take care of your family member or friend. Answer the following questions. 

	
	Not at all competent

	Somewhat competent
	Competent
	Very competent

	1. How much do you believe that you’ve learned to deal with very difficult situations?
	|_|
	|_|
	|_|
	|_|

	2. How much do you feel that all in all, you’re a good caregiver?
	|_|
	|_|
	|_|
	|_|

	3. How competent do you feel?
	|_|
	|_|
	|_|
	|_|

	4. How self-confident do you feel?
	|_|
	|_|
	|_|
	|_|



23. Rewards of Caregiving scale
We would like to know how rewarding you find caregiving for your family member or friend. Answer the following questions

	
	Not rewarding at all

	Somewhat rewarding
	Undecided
	Rewarding
	Very rewarding

	1. Does caring for your relative / friend help you feel like you are doing something important?
	|_|
	|_|
	|_|
	|_|
	|_|

	2. Does caring for him / her help you feel good about yourself?
	|_|
	|_|
	|_|
	|_|
	|_|

	3. Is it rewarding because you feel you make life a little easier for your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|

	4. Does caring for him / her add meaning to your life?
	|_|
	|_|
	|_|
	|_|
	|_|

	5. Does caring for your relative / friend give you a sense of accomplishment?
	|_|
	|_|
	|_|
	|_|
	|_|

	6. Is just “being there” for him / her rewarding to you?
	|_|
	|_|
	|_|
	|_|
	|_|

	7. Have you personally grown as a result of being a caregiver?
	|_|
	|_|
	|_|
	|_|
	|_|

	
	Not rewarding at all

	Somewhat rewarding
	Undecided
	Rewarding
	Very rewarding

	8. Do you feel glad that you are the one who is providing care to your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|

	9. Is caring for your relative / friend rewarding because it makes him / her happy?
	|_|
	|_|
	|_|
	|_|
	|_|

	10. Is it rewarding to know that you are helpful to your relative / friend?
	|_|
	|_|
	|_|
	|_|
	|_|





24. Think about the care that your family member or friend has received. Answer the questions below indicating how satisfied you are with the care received. Select the response that best matches your experience. 

	How satisfied are you with… 
	Very satisfied

	Satisfied
	Undecided
	Dissatisfied
	Very Dissatisfied

	1. The patient’s pain relief.
	|_|
	|_|
	|_|
	|_|
	|_|

	2. Information provided about the patient’s prognosis.
	|_|
	|_|
	|_|
	|_|
	|_|

	3. Answers from health professionals.
	|_|
	|_|
	|_|
	|_|
	|_|

	4. Information given about side effects. 
	|_|
	|_|
	|_|
	|_|
	|_|

	5. Referrals to specialists.
	|_|
	|_|
	|_|
	|_|
	|_|

	6. Availability of a hospital bed. 
	|_|
	|_|
	|_|
	|_|
	|_|

	How satisfied are you with… 
	Very satisfied

	Satisfied
	Undecided
	Dissatisfied
	Very Dissatisfied

	7. Family conferences held to discuss the patient’s illness.
	|_|
	|_|
	|_|
	|_|
	|_|

	8. Speed with which symptoms are treated.
	|_|
	|_|
	|_|
	|_|
	|_|

	9. Doctor’s attention to patient’s description of symptoms.
	|_|
	|_|
	|_|
	|_|
	|_|

	10. The way tests and treatments are performed.
	|_|
	|_|
	|_|
	|_|
	|_|

	11. Availability of doctors to the family.
	|_|
	|_|
	|_|
	|_|
	|_|

	12. Availability of nurses to the family.
	|_|
	|_|
	|_|
	|_|
	|_|

	13. Coordination of care.
	|_|
	|_|
	|_|
	|_|
	|_|

	14. Time required to make a diagnosis. 
	|_|
	|_|
	|_|
	|_|
	|_|

	15. The way the family is included in treatment and care decisions.
	|_|
	|_|
	|_|
	|_|
	|_|

	16. Information given about how to manage the patient’s pain.
	|_|
	|_|
	|_|
	|_|
	|_|

	17. Information given about the patient’s tests.
	|_|
	|_|
	|_|
	|_|
	|_|

	18. How thoroughly the doctor assesses the patient’s symptoms. 
	|_|
	|_|
	|_|
	|_|
	|_|

	How satisfied are you with… 
	Very satisfied

	Satisfied
	Undecided
	Dissatisfied
	Very Dissatisfied

	19. The way tests and treatments are followed up by the doctor.
	|_|
	|_|
	|_|
	|_|
	|_|

	20. Availability of the doctor to the patient.
	|_|
	|_|
	|_|
	|_|
	|_|



































How to complete this survey: 
Circle an option to show how important this topic is to you. If the topic does not apply to you, circle the “X” option in the question row.

EXAMPLE:  
If information about “how to cook a grilled cheese sandwich” is important, then this is how you would answer the following question: 

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable

	[image: ]
	1. How to cook a grilled cheese sandwich?
	☹
	😐
	☺
	X



At the end of each section, you will be asked how you would like to receive the information. Choose three ways that you would like to get this information and rank them in order of preference from 1 to 3. 

2. How would you like to receive information about how to cook a grilled cheese sandwich?      
Check off your top three choices; ranking them from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
	[image: ]
	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	[image: MC900434713[1]]|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	[image: MC900434713[1]]|_|
	[image: ]
	Online audio (e.g. Podcasts)

	[image: MC900434713[1]]|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
	[image: ]
	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
	[image: ]
	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________



Part 2: Your Informational Needs 

Section 1: The following questions will ask you about the information you may need or want about your friend/family member’s medical condition. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

I. MEDICAL: 

	How important is it for you to have information about… 
	NOT important
	Somewhat important
	Very important
	Not applicable
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	1. General cancer information (like your friend/family member’s cancer type)?

	☹
	😐
	☺
	X

	
	2. Different treatment options and their advantages (like success rates) and disadvantages (like possible side effects and risk of death)?

	☹
	😐
	☺
	X

	
	3. Clinical trials at the Princess Margaret Cancer Centre? A clinical trial is a type of research study. The goal of the clinical trial may be to treat or manage the disease. This research helps decide if a new treatment works, if it is safe and if it is better than the treatments already.

	☹
	😐
	☺
	X

	
	4. The use of complementary and alternative medicines for cancer available at the Princess Margaret?

	☹
	😐
	☺
	X

	
	5. How often your friend/family member should visit their doctor during treatment?

	☹
	😐
	☺
	X

	
	6. The follow-up visits and different medical tests your friend/family member will need after treatment?

	☹
	😐
	☺
	X
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	7. What to expect during end-of-life and the care your friend/family member will receive?

	☹
	😐
	☺
	X

	
	8. What to share with your friends and family to help them understand what you are going through and how they can support you?
	☹
	😐
	☺
	X

	
	9. The health care workers involved in your friend/family member’s care and how they can help (like a surgeon, radiation oncologist, dietitian, nurse, radiation therapist, speech language pathologist or social worker)?

	☹
	😐
	☺
	X

	
	10. The meaning of technical terms (like metastases) used to talk about your friend/family member’s care?

	☹
	😐
	☺
	X



11. How would you like to receive information about medical needs? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
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	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
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	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
	[image: ]
	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________



Section 2: The following questions will ask you about the information you may need or want on how cancer may affect day-to-day life. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

II. PRACTICAL: 

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable 
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	1. How to get around in the cancer care system (like getting to appointments, knowing who can answer your questions, applying for services you may need)?

	☹
	😐
	☺
	X

	
	2.  Finding care for your children, grandchildren or other family members when you go to cancer-related appointments?

	☹
	😐
	☺
	X

	
	3.  When your friend/family member can resume enjoyable physical activities (like jogging, working out, gardening, biking)?

	☹
	😐
	☺
	X

	
	4. Nearby places to stay during your friend/family member’s cancer-related appointments?

	☹
	😐
	☺
	X

	
	5. Transportation to and from your friend/family member’s cancer-related appointments?

	☹
	😐
	☺
	X
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	6. Help with drug coverage?

	☹
	😐
	☺
	X

	
	7. Legal issues, such as writing a will and power of attorney?
	☹
	😐
	☺
	X

	
	8. End-of-life decision making or advanced care planning (like when your friend/family member should move to palliative care, choosing someone to make medical decisions for them when they cannot)?
	☹
	😐
	☺
	X

	
	9.  Support services that can help you at home (like CCAC support, home visits from personal support workers)?

	☹
	😐
	☺
	X

	
	10. Income support or assistance?

	☹
	😐
	☺
	X

	
	11. How to set practical goals in your day-to-day life?

	☹
	😐
	☺
	X



12. How would you like to receive information about how cancer may affect day-to-day life? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
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	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
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	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
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	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________




Section 3: The following questions will ask you about the information you may need or want about symptoms of cancer and the possible side effects of treatment. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

III. PHYSICAL (symptoms and side-effects):

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable 
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	1. How to manage the pain your friend/family may experience due to cancer?

	☹
	😐
	☺
	X

	
	2. What symptoms and side effects to watch out for and to report them to your friend/family member’s health care team?

	☹
	😐
	☺
	X

	
	3. How medications (drugs) should be taken by your friend/family to decrease their risk (chance) of facing side effects?

	☹
	😐
	☺
	X

	
	4. How your friend/family member can manage nausea (feeling of having to throw-up) and vomiting (throwing up) due to cancer?
	☹
	😐
	☺
	X



	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable 
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	5. How your friend/family member can manage mood swings or changes in behavior due to treatment (like mood swings, or changes in behavior caused by medication)?

	☹
	😐
	☺
	X

	
	6. How your friend/family member can manage cancer-related fatigue (a feeling of tiredness that does not go away with rest or sleep) due to cancer and its treatment?

	☹
	😐
	☺
	X

	
	7. Changes to your friend/family member’s appetite due to cancer and its treatment?

	☹
	😐
	☺
	X

	
	8. How your friend/family member can manage hair loss due to treatment (like losing hair on your head, face and body)?

	☹
	😐
	☺
	X

	
	9.  Your friend/family member’s after-treatment care (like preventing swelling or bleeding in an area that had surgery)?

	☹
	😐
	☺
	X

	
	10. How cancer may affect sexual activity (like when you should use a condom, or if you can get your partner sick)?

	☹
	😐
	☺
	X

	
	11.  How your friend/family member can exercise and engage in physical activity during treatment?
 
	☹
	😐
	☺
	X

	
	12.  Your friend/family member’s hidden or long-term side effects from treatment?

	☹
	😐
	☺
	X




13. How would you like to receive information about physical needs? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
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	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)  

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
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	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
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	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________



Section 4: The following questions will ask you about the information you may need or want about how cancer might affect relationships and social life. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

IV. SOCIAL: 

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable
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	1. How to connect with people who share similar experiences dealing with cancer?

	☹
	😐
	☺
	X

	
	2. How your relationship with your partner (like your wife, husband, girlfriend or boyfriend) may be affected by cancer and its treatment?

	☹
	😐
	☺
	X



	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable
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	3. How your relationship with friends and family may be affected by cancer and its treatment?

	☹
	😐
	☺
	X

	
	4. How your relationship with people in the workplace or school may be affected by cancer and its treatment?

	☹
	😐
	☺
	X

	
	5. How to act as a team when making care decisions (choices) with your friend/family member?

	☹
	😐
	☺
	X

	
	6. Maintaining your relationship with others when your friend/family member has cancer?

	☹
	😐
	☺
	X

	
	7. How to share your thoughts and feelings with your friend/family member?

	☹
	😐
	☺
	X

	
	8. How to share your thoughts and feelings with your friend/family member’s health care team?

	☹
	😐
	☺
	X

	
	9.  How to talk to your children about death and dying?

	☹
	😐
	☺
	X

	
	10.  How to actively listen to your friend/family member’s feelings so that they feel understood (heard)?

	☹
	😐
	☺
	X




11. How would you like to receive information about social needs? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
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	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
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	Group classes

	|_|
	|_|
	|_|
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	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
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	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________



Section 5: The following questions will ask you about the information you may need or want about emotions that may be felt throughout the cancer journey. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

V. PSYCHOLOGICAL:

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable

	
	1. How to cope with emotions you may have due to your friend/family member’s diagnosis (finding out they have cancer)?

	☹
	😐
	☺
	X
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	2. How to cope with the emotions and reactions of the people around you to your friend/family member’s diagnosis?

	☹
	😐
	☺
	X

	
	3. How to cope with feelings of anger or guilt?

	☹
	😐
	☺
	X

	
	4. How to cope with feelings of grief or loss?

	☹
	😐
	☺
	X

	
	5. How to help your friend/family member cope with feelings about body image and changes to the way they look?

	☹
	😐
	☺
	X

	
	6. How to help you cope with changes in your self-esteem?

	☹
	😐
	☺
	X

	
	7. How to cope with uncertainty about the future?

	☹
	😐
	☺
	X

	
	8. How to cope with feelings of stress?

	☹
	😐
	☺
	X

	
	9. How to cope with feelings of depression?

	☹
	😐
	☺
	X

	
	10. How to cope with feelings of anxiety?

	☹
	😐
	☺
	X

	
	11. How to cope with the fear of your friend/family member’s cancer coming back?

	☹
	😐
	☺
	X

	
	12. How to control the way you feel and express your emotions?

	☹
	😐
	☺
	X

	
	13. How to maintain a positive attitude?

	☹
	😐
	☺
	X
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	14. Mindfulness and meditation techniques to help you and your friend/family member relax?

	☹
	😐
	☺
	X

	
	15. How you can define your identity as a caregiver?

	☹
	😐
	☺
	X

	
	16. How to prepare for possible treatment outcomes to help you cope?

	☹
	😐
	☺
	X



17. How would you like to receive information about psychological needs? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
	[image: ]
	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
	[image: ]
	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
	[image: ]
	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________





Section 6: The following questions will ask you about the information you may need or want about spirituality. Answer the questions based on where the patient (your friend/family member) is in their cancer journey.  

VI SPIRITUAL:

	How important is it for you to have information about… 
	NOT important
	Somewhat important

	Very important

	Not applicable
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	1. How you might use spirituality to help you cope with your friend/family member’s cancer and its treatment?

	☹
	😐
	☺
	X

	
	2. Thoughts you may have about the meaning of life?

	☹
	😐
	☺
	X

	
	3. Thoughts you may have about the meaning of death?
	☹
	😐
	☺
	X

	
	4. How you can use spirituality to cope with death and dying? 

	☹
	😐
	☺
	X

	
	5. How you can use spiritual services to help you cope with grief or loss (like Spiritual Care Counseling)?

	☹
	😐
	☺
	X

	
	6. How you can live in the moment?

	☹
	😐
	☺
	X

	
	7. How you can decide your hopes for the future?

	☹
	😐
	☺
	X

	
	8. The power of sharing the story of your cancer journey with others?

	☹
	😐
	☺
	X






9. How would you like to receive information about spiritual needs? 
Check off your top three choices from 1 to 3, with 1 as your top choice. 

	1 = 
top choice
	2 = second choice
	3 = third choice
	
Options

	|_|
	|_|
	|_|
	[image: ]
	Pamphlets 

	|_|
	|_|
	|_|
	[image: ]
	Books

	|_|
	|_|
	|_|
	[image: ]
	DVDs

	|_|
	|_|
	|_|
	[image: ]
	Online videos (e.g. YouTube)

	|_|
	|_|
	|_|
	[image: ]
	Online audio (e.g. Podcasts)

	|_|
	|_|
	|_|
	[image: ]
	Online forums/message boards

	|_|
	|_|
	|_|
	[image: ]
	Group classes

	|_|
	|_|
	|_|
	[image: ]
	One-on-one teaching at your clinic appointments

	|_|
	|_|
	|_|
	[image: ]
	Support groups

	|_|
	|_|
	|_|
	
	Other (please specify): _______________________



Health Literacy (HLS-EU-Q16)
The research team would like to know how easy it is for you to use health information. Answer the questions below.
	On a scale from very easy to very difficult, how easy would you say it is to: …
	Very difficult
	Fairly difficult
	Fairly easy
	Very easy
	Do not know

	Find information on treatments of illnesses that concern you?
	 
	 
	 
	 
	 

	Find out where to get professional help when you are ill?
	 
	 
	 
	 
	 

	Understand what your doctor says to you?
	 
	 
	 
	 
	 

	Understand your doctor’s or pharmacist’s instruction on how to take a prescribed medicine?
	 
	 
	 
	 
	 

	Judge when you may need to get a second opinion from another doctor?
	 
	 
	 
	 
	 

	Use information the doctor gives you to make decisions about your illness?
	 
	 
	 
	 
	 

	On a scale from very easy to very difficult, how easy would you say it is to: …
	Very difficult
	Fairly difficult
	Fairly easy
	Very easy
	Do not know

	Follow instructions from your doctor or pharmacist?
	 
	 
	 
	 
	 

	Find information on how to manage mental health problems like stress or depression?
	 
	 
	 
	 
	 

	Understand health warnings about behavior such as smoking, low physical activity and drinking too much?
	 
	 
	 
	 
	 

	Understand why you need health screenings?
	 
	 
	 
	 
	 

	Judge if the information on health risks in the media is reliable?
	 
	 
	 
	 
	 

	Decide how you can protect yourself from illness based on information in the media?
	 
	 
	 
	 
	 

	Find out about activities that are good for your mental well-being?
	 
	 
	 
	 
	 

	Understand advice on health from family members or friends?
	 
	 
	 
	 
	 

	Understand information in the media on how to get healthier?
	 
	 
	 
	 
	 

	Judge which everyday behavior is related to your health?
	 
	 
	 
	 
	 


 
 
Computer Proficiency Questionnaire (CPQ-12)
These questions ask about how you can perform a number of tasks with a computer. Answer each question below. If you have not tried to perform a task or do not know what it is, select “never tried”.
 
	I can:
	Never tried
	Not at all
	Not very easily
	Somewhat easily
	Very easily

	Use a computer keyboard to type
	 
	 
	 
	 
	 

	Use a mouse
	 
	 
	 
	 
	 

	Load ink into the printer
	 
	 
	 
	 
	 

	Fix the printer when paper jams
	 
	 
	 
	 
	 

	Open emails
	 
	 
	 
	 
	 

	Send emails
	 
	 
	 
	 
	 

	Find information about local community resources on the Internet
	 
	 
	 
	 
	 

	Find information about my hobbies and interests on the Internet
	 
	 
	 
	 
	 

	I can:
	Never tried
	Not at all
	Not very easily
	Somewhat easily
	Very easily

	Use a computer to enter events and appointments into a calendar
	 
	 
	 
	 
	 

	Check the date and time of upcoming and prior appointments
	 
	 
	 
	 
	 

	Use a computer to watch movies and videos
	 
	 
	 
	 
	 

	Use a computer to listen to music
	 
	 
	 
	 
	 









Part 3: Caregiver Feedback

1. Have hospital health care workers shown an interest in how you have been feeling? 

· Rarely/Never
· Only Sometimes
· Most of the Time
· Always/Almost Always
· Do not know  

2. Have hospital health care workers involved you in your friend/family member’s care in the way you wanted to be involved?

· Rarely/Never
· Only Sometimes
· Most of the Time
· Always/Almost Always
· Do not know 

3. Have hospital health care workers noticed when you have not been doing well and offered help? 

· Rarely/Never
· Only Sometimes
· Most of the Time
· Always/Almost Always
· Do not know/not relevant 

5. Do you think enough time has been spent giving caregivers information?

· No, not at all
· Yes, to a low degree
· Yes, to some degree
· Yes, to a high degree
· Do not know 


6. Do you think information has been provided to you in a sensitive way?

· No, not at all
· Yes, sometimes
· Yes, most of the time
· Do not know 

7. Overall, how well do you think the hospital has informed you as a caregiver? 

· Very Poorly 
· Pretty Poorly 
· Pretty Well
· Very Well
· Do not know 

8. What information or support do you need the most right now? This may or may not include the information listed in the survey.







9.  Have you received information to meet this need?







10. In what format would you like to receive this information?



11. Please feel free to write any comments or suggestions for us below. 
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