InstructionsParticipant ID: 

Thank you for participating in this survey. The purpose of this survey is to gather your feedback on two versions of questions that doctors may ask family caregivers during consultations. These questions aim to understand what is important to the patient and their loved ones, helping to align the patient’s care with their values, goals, and preferences.
How to complete this survey:
1. Read each question carefully – You will be presented with two versions of similar questions. Take a moment to imagine that YOU are being asked these questions by a doctor during a consultation about your loved one. Our aim is to understand which question within each set (above or below) is more acceptable to you. 
2. Rate the acceptability of each question – You will be asked to rate how acceptable you find each version on a scale from 1 (Very Unacceptable) to 4 (Very Acceptable). Circle the number that best matches how you feel about the question.
Note that blanks in the questions below (“your ___”) refer to your relation to the patient (e.g. parent, child, spouse, relative). The survey should take about 10 minutes to complete.

	
	How acceptable is this question?

	Question 1
	😠
	😟
	🙂
	😊

	“How is your ___ doing today?”
	1
	2
	3
	4

	“How are you doing?"
	1
	2
	3
	4

	

	Question 2
	😠
	😟
	🙂
	😊

	“Is it okay if we talk together about your ___’s condition?”
	1
	2
	3
	4

	“Is it okay if we discuss your ____’s condition?”
	1
	2
	3
	4

	

	Question 3
	😠
	😟
	🙂
	😊

	“I will be using a guide and taking notes during our talk in case I forget something.” 
	1
	2
	3
	4

	“I will be using a guide to structure our discussion and to take notes for future reference.”
	1
	2
	3
	4

	

	Question 4
	😠
	😟
	🙂
	😊

	“What have you been told about your ___’s condition?”
	1
	2
	3
	4

	“What do you know about your ____’s condition?”
	1
	2
	3
	4




	Question 5
	😠
	😟
	🙂
	😊

	“What would you like to know about your ____’s condition?”
	1
	2
	3
	4

	“Is there anything that you’d like to find out about your ____’s condition?”
	1
	2
	3
	4

	

	Question 6
	😠
	😟
	🙂
	😊

	“I would like to tell/ inform/ share with you my understanding of where things are right now with your ___’s condition – is that okay?”
	1
	2
	3
	4

	“May I tell/ inform/ share with you my assessment of your ___’s current condition?”
	1
	2
	3
	4

	

	Question 7
	😠
	😟
	🙂
	😊

	“I hope that your ___ will stay as well as possible for a long time and we will work towards that. It is also possible that his/ her health could change quickly. I think it is important that we prepare for that possibility.”
	1
	2
	3
	4

	“While we continue to do our best for your ___’s care, it is possible that your ___'s condition could change, resulting in differences in his/ her health. I think it is important we work together to prepare for what may lie ahead.”
	1
	2
	3
	4

	

	Question 8
	😠
	😟
	🙂
	😊

	“I hope ___ will feel as well as possible for a long time, and we will work towards that. It is also possible that his/ her ____’s (e.g., strength, energy level, alertness, ability to do daily activities) will be affected.”
	1
	2
	3
	4

	“While we continue to do our best for your ___’s care, it is possible that your ___'s condition could change, resulting in differences in his/ her strength/ energy level/ alertness/ ability to do daily activities. I think it is important we work together to prepare for what may lie ahead.”
	1
	2
	3
	4




	Question 9 (Intended for some patients only)
	😠
	😟
	🙂
	😊

	“I wish this was not the case. It is also possible that time may be as short as ___ (days to weeks, weeks to months, months to a year).”
	1
	2
	3
	4

	"I would like to know if you would like to discuss the prognosis/ how much time your ___ could have". 
(ONLY if you say yes) “We cannot predict exactly how much time your ___ has, but based on what we know, we estimate that he/ she has about ___ (days to weeks, weeks to months, months to a year).”
	1
	2
	3
	4

	

	Question 10
	😠
	😟
	🙂
	😊

	“What do you think are your ___’s most important priorities now?”
“Are these your priorities for him/ her too?”
	1
	2
	3
	4

	“Has your ___ shared with you what is important to him/ her?”
(If yes) “What did he/ she say is important to him/ her?”  
(If no) “Tell me more about your ___. What do you think is important to him/ her?”
	1
	2
	3
	4

	

	Question 11
	😠
	😟
	🙂
	😊

	“If your ___’s health gets worse, what do you think would be his/ her most important priorities?”
“Are these your priorities for him/ her too?”
	1
	2
	3
	4

	(The doctor will first describe what disease progression may look like for patient and highlight commonly seen symptoms.)
“From your point of view, what are some important things we should take note of when managing your ___'s condition?"
	1
	2
	3
	4

	

	Question 12
	😠
	😟
	🙂
	😊

	“What would you say are your ___’s biggest worries?”
“What are your biggest worries?”
	1
	2
	3
	4

	"Has your ___ ever shared with you his/ her concerns or worries? What are they?"
“What worries you about your ___?”
	1
	2
	3
	4




	Question 13
	😠
	😟
	🙂
	😊

	“What do you think gives your ___ strength living with his/ her condition?”
	1
	2
	3
	4

	“What brings your ___ comfort or peace in his/ her daily life?”
	1
	2
	3
	4

	

	Question 14
	😠
	😟
	🙂
	😊

	“What gives you strength as you care for your ___?”
	1
	2
	3
	4

	“What gives you/ your family strength as you care for ___?”
	1
	2
	3
	4

	

	If your loved one is diagnosed with mild cognitive impairment or mild dementia, go to Question 15 and skip Question 16.
If your loved one is diagnosed with moderate or severe dementia, skip Question 15 and go to Question 16. 

	Question 15 
	😠
	😟
	🙂
	😊

	“What activities brought joy and meaning to your ___’s life?”
“What activities do you enjoy doing with your ___?”
	1
	2
	3
	4

	“What activities does your ___ enjoy doing and would like to continue?”
	1
	2
	3
	4

	Question 16
	😠
	😟
	🙂
	😊

	“Given your ____’s condition, what activities do you think he/ she would like to continue doing?”
	1
	2
	3
	4

	“To help me make better plans for your ____’s care, I’d like to find out what abilities or daily functions are important to him/ her.” (E.g. bathing, dressing, toileting, eating, moving around)
	1
	2
	3
	4

	

	
Question 17
	😠
	😟
	🙂
	😊

	“How are you and your family coping during this difficult time?”
	1
	2
	3
	4

	“How are you/ your family doing in managing your ___’s care?”
	1
	2
	3
	4

	




	Question 18
	😠
	😟
	🙂
	😊

	“If your ____’s condition gets worse, how much treatment/ interventions would you think he/ she is willing to go through for the possibility of living longer?” (E.g. ICU/ dialysis/ surgery/ feeding tubes/ more tests/ others)
	1
	2
	3
	4

	“Every treatment has its pros and cons, and they can affect your ___’s quality of life in different ways. I’d like to discuss with you what you think are additional measures your ___ can accept if his/ her health gets worse.” 
(The doctor will go through the pros and cons of treatments that may be relevant to patient, e.g. ICU, dialysis, surgery, feeding tubes, more tests, etc.)
	1
	2
	3
	4

	

	Question 19
	😠
	😟
	🙂
	😊

	“I’ve heard you say that ___ is important to your ___.”
	1
	2
	3
	4

	“I’ve heard you say that ___ is important to your ___ and that ___ is important to you/ your family.”
	1
	2
	3
	4

	

	Question 20
	😠
	😟
	🙂
	😊

	“Keeping that in mind, and what we know about your ___’s condition, let’s make the best of this situation. I recommend that we ____.”
	1
	2
	3
	4

	“To ensure that your ___’s care reflects what’s important to your ___ and to you/ your family, may I suggest/ propose that ___?”
	1
	2
	3
	4

	

	Question 21
	😠
	😟
	🙂
	😊

	“This will help us make sure that your ___’s treatment/ care plans reflect what’s important to him/ her.”
	1
	2
	3
	4

	Nil (The sentence above is not mentioned, so please consider if that is acceptable to you) 
	1
	2
	3
	4

	

	Question 22
	😠
	😟
	🙂
	😊

	“Is this plan ok to you? If you think of anything else later, we can revisit this conversation another time.”
	1
	2
	3
	4

	“Is this plan ok? If you think of anything else, we can talk about this again at your next visit.”
	1
	2
	3
	4



Please share any feedback with us on the following page.
Additional feedback
	Question #
	Feedback

	
	





	
	





	
	





	
	





	
	







END OF SURVEY – THANK YOU FOR YOUR FEEDBACK!





2		Caregiver Feedback Form (v.1b). Last edited: 31 Jan 2025
InstructionsParticipant ID: 

Thank you for participating in this survey. The purpose of this survey is to gather your feedback on two versions of questions that doctors may ask family caregivers during consultations. These questions aim to understand what is important to the patient and their loved ones, helping to align the patient’s care with their values, goals, and preferences.
How to complete this survey:
1. Read each question carefully – You will be presented with two versions of similar questions. Take a moment to imagine that YOU are being asked these questions by a doctor during a consultation about your loved one. Our aim is to understand which question within each set (above or below) is more acceptable to you. 
2. Rate the acceptability of each question – You will be asked to rate how acceptable you find each version on a scale from 1 (Very Unacceptable) to 4 (Very Acceptable). Circle the number that best matches how you feel about the question.
Note that blanks in the questions below (“your ___”) refer to your relation to the patient (e.g. parent, child, spouse, relative). The survey should take about 10 minutes to complete.
If you have any other feedback on the items below, please share it with us on the last page of this survey.  
	
	How acceptable is this question?

	Question 1
	😠
	😟
	🙂
	😊

	“How are you doing?" 
	1
	2
	3
	4

	“How is your ___ doing today?”
	1
	2
	3
	4

	

	Question 2
	😠
	😟
	🙂
	😊

	“Is it okay if we discuss your ____’s condition?” 
	1
	2
	3
	4

	“Is it okay if we talk together about your ___’s condition?”
	1
	2
	3
	4

	

	Question 3
	😠
	😟
	🙂
	😊

	“I will be using a guide to structure our discussion and to take notes for future reference.” 
	1
	2
	3
	4

	“I will be using a guide and taking notes during our talk in case I forget something.”
	1
	2
	3
	4

	

	Question 4
	😠
	😟
	🙂
	😊

	“What do you know about your ____’s condition?” 
	1
	2
	3
	4

	“What have you been told about your ___’s condition?”
	1
	2
	3
	4




	Question 5
	😠
	😟
	🙂
	😊

	“Is there anything that you’d like to find out about your ____’s condition?” 
	1
	2
	3
	4

	“What would you like to know about your ____’s condition?” 
	1
	2
	3
	4

	

	Question 6
	😠
	😟
	🙂
	😊

	“May I tell/ inform/ share with you my assessment of your ___’s current condition?” 
	1
	2
	3
	4

	“I would like to tell/ inform/ share with you my understanding of where things are right now with your ___’s condition – is that okay?”
	1
	2
	3
	4

	

	Question 7
	😠
	😟
	🙂
	😊

	“While we continue to do our best for your ___’s care, it is possible that your ___'s condition could change, resulting in differences in his/ her health. I think it is important we work together to prepare for what may lie ahead.” 
	1
	2
	3
	4

	“I hope that your ___ will stay as well as possible for a long time and we will work towards that. It is also possible that his/ her health could change quickly. I think it is important that we prepare for that possibility.”
	1
	2
	3
	4

	

	Question 8
	😠
	😟
	🙂
	😊

	“While we continue to do our best for your ___’s care, it is possible that your ___'s condition could change, resulting in differences in his/ her strength/ energy level/ alertness/ ability to do daily activities. I think it is important we work together to prepare for what may lie ahead.” 
	1
	2
	3
	4

	“I hope ___ will feel as well as possible for a long time, and we will work towards that. It is also possible that his/ her ____’s (e.g., strength, energy level, alertness, ability to do daily activities) will be affected.”
	1
	2
	3
	4




	Question 9 (Intended for some patients only)
	😠
	😟
	🙂
	😊

	"I would like to know if you would like to discuss the prognosis/ how much time your ___ could have". 
(ONLY if you say yes) “We cannot predict exactly how much time your ___ has, but based on what we know, we estimate that he/ she has about ___ (days to weeks, weeks to months, months to a year).” 
	1
	2
	3
	4

	“I wish this was not the case. It is also possible that time may be as short as ___ (days to weeks, weeks to months, months to a year).”
	1
	2
	3
	4

	

	Question 10
	😠
	😟
	🙂
	😊

	“Has your ___ shared with you what is important to him/ her?”
(If yes) “What did he/ she say is important to him/ her?”  
(If no) “Tell me more about your ___. What do you think is important to him/ her?” 
	1
	2
	3
	4

	“What do you think are your ___’s most important priorities now?”
“Are these your priorities for him/ her too?”
	1
	2
	3
	4

	

	Question 11
	😠
	😟
	🙂
	😊

	(The doctor will first describe what disease progression may look like for patient and highlight commonly seen symptoms.)
“From your point of view, what are some important things we should take note of when managing your ___'s condition?" 
	1
	2
	3
	4

	“If your ___’s health gets worse, what do you think would be his/ her most important priorities?”
“Are these your priorities for him/ her too?”
	1
	2
	3
	4

	

	Question 12
	😠
	😟
	🙂
	😊

	"Has your ___ ever shared with you his/ her concerns or worries? What are they?"
“What worries you about your ___?” 
	1
	2
	3
	4

	“What would you say are your ___’s biggest worries?”
“What are your biggest worries?”
	1
	2
	3
	4




	Question 13
	😠
	😟
	🙂
	😊

	“What brings your ___ comfort or peace in his/ her daily life?” 
	1
	2
	3
	4

	“What do you think gives your ___ strength living with his/ her condition?”
	1
	2
	3
	4

	

	Question 14
	😠
	😟
	🙂
	😊

	“What gives you/ your family strength as you care for ___?”
	1
	2
	3
	4

	“What gives you strength as you care for your ___?”
	1
	2
	3
	4

	

	If your loved one is diagnosed with mild cognitive impairment or mild dementia, go to Question 15 and skip Question 16.
If your loved one is diagnosed with moderate or severe dementia, skip Question 15 and go to Question 16. 

	Question 15 
	😠
	😟
	🙂
	😊

	“What activities does your ___ enjoy doing and would like to continue?” 
	1
	2
	3
	4

	“What activities brought joy and meaning to your ___’s life?”
“What activities do you enjoy doing with your ___?”
	1
	2
	3
	4

	Question 16
	😠
	😟
	🙂
	😊

	“To help me make better plans for your ____’s care, I’d like to find out what abilities or daily functions are important to him/ her.” (E.g. bathing, dressing, toileting, eating, moving around) 
	1
	2
	3
	4

	“Given your ____’s condition, what activities do you think he/ she would like to continue doing?”
	1
	2
	3
	4

	

	
Question 17
	😠
	😟
	🙂
	😊

	“How are you/ your family doing in managing your ___’s care?” 
	1
	2
	3
	4

	“How are you and your family coping during this difficult time?”
	1
	2
	3
	4

	




	Question 18
	😠
	😟
	🙂
	😊

	“Every treatment has its pros and cons, and they can affect your ___’s quality of life in different ways. I’d like to discuss with you what you think are additional measures your ___ can accept if his/ her health gets worse.” 
(The doctor will go through the pros and cons of treatments that may be relevant to patient, e.g. ICU, dialysis, surgery, feeding tubes, more tests, etc.) 
	1
	2
	3
	4

	“If your ____’s condition gets worse, how much treatment/ interventions would you think he/ she is willing to go through for the possibility of living longer?” (E.g. ICU/ dialysis/ surgery/ feeding tubes/ more tests/ others)
	1
	2
	3
	4

	

	Question 19
	😠
	😟
	🙂
	😊

	“I’ve heard you say that ___ is important to your ___ and that ___ is important to you/ your family.” 
	1
	2
	3
	4

	“I’ve heard you say that ___ is important to your ___.”
	1
	2
	3
	4

	

	Question 20
	😠
	😟
	🙂
	😊

	“To ensure that your ___’s care reflects what’s important to your ___ and to you/ your family, may I suggest/ propose that ___?” 
	1
	2
	3
	4

	“Keeping that in mind, and what we know about your ___’s condition, let’s make the best of this situation. I recommend that we ____.”
	1
	2
	3
	4

	

	Question 21
	😠
	😟
	🙂
	😊

	Nil (The sentence below is not mentioned, so please consider if that is acceptable to you) 
	1
	2
	3
	4

	“This will help us make sure that your ___’s treatment/ care plans reflect what’s important to him/ her.”
	1
	2
	3
	4

	

	Question 22
	😠
	😟
	🙂
	😊

	“Is this plan ok? If you think of anything else, we can talk about this again at your next visit.” 
	1
	2
	3
	4

	“Is this plan ok to you? If you think of anything else later, we can revisit this conversation another time.”
	1
	2
	3
	4



Please share any feedback with us on the following page.
Additional feedback
	Question #
	Feedback

	
	





	
	





	
	





	
	





	
	







END OF SURVEY – THANK YOU FOR YOUR FEEDBACK!
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