

	
	
	



COGNITIVE FUNCTION IN PEOPLE LIVING with iTTP: PATIENT INTERVIEW GUIDE

Date of interview: ___________________
Subject ID number: __________________
Interviewer’s name: __________________
Interview Start Time (24-hour clock): ______:______

SECTION A: Read Introduction Page to Participant  

[Start with interviewer camera on.]

My name is xxx from Duke’s Department of Population Health Sciences. We greatly appreciate your making time to talk to us today.  [If participants’ camera is not on, invite them to turn it on.]
 
We are interested in learning more about your experience with TTP. We are specifically interested in how it impacts your daily life and about your thinking skills. In order for us to better understand this, we would like to ask you questions about your experiences. This might take up to one hour. Your participation is completely voluntary. You can choose to take a break at any time or stop entirely at any time. Your responses will not affect your healthcare.
 
There are no right or wrong answers. I also want to assure you that I am in a private room and no one else can hear your responses.  
 
We appreciate and value your time that you are taking out of your day. As a reminder, you will receive a $75 check for participating today. As a reminder, in order to process the payment, we will need to collect your social security number and mailing address. We collect this information because we are required by the IRS to report how much people receive from participating in research at Duke. If you are not open to sharing this information with me, please let me know at this time. We can still conduct the interview, but we will not be able to compensate you for your time. 
 
Because I want to make sure I don’t miss any of your comments, we will be recorded. All recordings will be stored securely and destroyed after we publish the study’s findings. We will not associate your name with your responses. Please do not share any personal identifiers, such as your name, while we are recording. 



Do I have your permission to record this interview?
□Yes					□No 
Do you have any questions for me before I start recording?

[Start recording audio and video]                        

This is [staff name] and I am with participant [PID] on [date].

SECTION B: CONCEPT ELICITATION 


1. How did you feel during your most-recent TTP hospitalization? [Note to interviewer: If they are having trouble describing their hospitalization, ask about their most-recent treatment]


2. How did you feel after being hospitalized for TTP? [Note to interviewer: If they are having trouble describing their hospitalization, ask about their most-recent treatment]


3. Did you notice anything different about how you felt before and after your TTP diagnosis?
a. How is your __ different from before diagnosis?
b. How has your ____ changed since diagnosis?



4. [If thinking not mentioned, ask:] Some people with TTP have described changes in how they think. When I say ‘your thinking’, I mean the ways that you learn, understand, and remember information, and the ways that you use language to communicate with friends and loved ones. Thinking can also affect a person’s ability to complete day-to-day activities. 

Do you experience any challenges with thinking? [If no, continue with interview and end early if needed.]


For the rest of the interview, I would like to focus on how TTP may impact your thinking. 

5. Can you tell me about your thinking ability when doing tasks or activities… [Note to interviewer: required probes are in bold – choose examples from the list as necessary]
a. In your home
i. Doing daily chores 
a) Washing dishes
b) Laundry
c) Groceries/Cooking
d) Managing money 

ii. Caring for yourself and/or loved ones
a) Personal care
b) Talking to others (i.e. putting thoughts into words)
c) Driving to appointments
d) Managing medication

b. [if relevant] At your job 
i. Doing your job
a) Completing tasks
b) Managing your schedule
c) Showing up on time
d) Remembering deadlines

ii. Interacting with others at your job
a) Saying the right things at the right time
b) Putting thoughts into words
c) Understanding what others say
d) Reading the emotions of others

c. In your community
i. Serving within your community
a) Meeting expectations of community members
b) Focusing 
c) Showing up on time
d) Remembering deadlines

ii. Communicating with others
a) Saying the right things at the right time
b) Putting thoughts into words
c) Understanding what others say
d) Reading the emotions of others


6. When did you first become aware of these challenges with your thinking?



7. For the thinking problems you described, what do you think is the cause?
 


8. How do you feel that your thinking has changed over time, if at all? In what ways? Please be specific.
a. Probe: Before and after initial TTP diagnosis
b. Probe: Before and after TTP hospitalizations
c. Probe: Between TTP hospitalizations
d. Probe: Does your thinking vary over the course of the day? 
i. If so, how?  
e. Does your thinking vary over the course of the week?
i. If so, how? 



9. What do other people - like family, friends, or your doctor - say about your thinking?


10. Please describe a “good” day for your thinking. 
a. How would you rate your thinking on a good day, from 0-10 (0 being the worst)?




11. Now please describe a “bad” day for your thinking?
a. How would you rate your thinking on a bad day, from 0-10 (0 being the worst, and 10 being the best thinking)?




12. How would you describe your current thinking (from 0-10 with 0 being the worst)? 
a. How would you rate your current thinking, from 0-10 (0 being the worst)?



13. Tell me what you’ve done to help your thinking since your diagnosis of TTP? [Interviewer: some examples might include more sleep, taking a nap, getting exercise, drink caffeine]
a. What makes your thinking better?
b. What makes your thinking worse?



14. If a treatment became available that could improve your thinking, what aspects of your thinking would you want the treatment to address? Why? [Interviewer: probe by using examples of symptoms or impacts participant mentioned earlier in the interview and encourage them to prioritize.]
a. Probe: How would you know the treatment was working?


15. Who of the following is the best fit to describe your thinking? Why?
a. Yourself
b. A family member
c. A friend
d. Your doctor
e. Someone else

16. When it comes to your thinking, what haven’t we touched on that you would like to share?


17. I’ll now ask you to do more talking.  	Comment by Theresa Coles, Ph.D.: Link to powerpoint: https://duke.box.com/s/rqsy4cjmej2fy0yxizjd8z5wrndnby7b 
[Open the PowerPoint with discourse tasks]


Thank you so much for taking the time to speak with me today. Your answers will help us conduct research to improve the thinking capabilities in people with TTP.

[bookmark: _Hlk180511254][If patient is interviewed before the observer] As a reminder, we will also interview your loved one about their observations of your thinking skills. To keep the interview unbiased, we kindly ask you to refrain from discussing the interview until we talk to them.  

[Stop Recording]






A. PICTURE DESCRIPTION & DESCRIPTIVE NARRATIVE
1. COOKIE THEFT (~ 3 minutes)
Present picture.

“Here is a picture.  Tell me everything you see going on in this picture.”

If no response in 10 seconds, give second prompt:  

“Take a look (point to picture) and tell me what’s happening in the picture.”

If fewer than 2 utterances, give third prompt:  

“Anything else you can tell me about the picture?”

2. CAT RESCUE (~ 3 minutes) Descriptive Narrative 

Present picture. “Here is another picture that tells a story.  Look at everything that’s happening and then tell me a story about what you see.  Tell me the story with a beginning, a middle, and an end.”

If no response in 10 seconds, give second prompt:  

“Take a look (point to picture) and tell me any part of the story.”

If fewer than 2 utterances, give third prompt:  

“Anything else you can tell me about the story?”

B. QUESTION PRODUCTION TASK

1. UNFAMILIAR OBJECT TASK (~ 10 minutes)
"Now I'd like you to participate in a task of gathering information. For this task I’d like you to look at 5 different objects.   Ask me at least 3 questions that would help you figure out about the purpose of the object. I won’t actually answer your questions, but I’m interested in hearing at least 3 questions you would ask to find out what the object is for.  Here is the first object."

	If no response in 10 seconds or puzzled expression, give second prompt:

	"What are 3 questions you could ask to figure out what this object is for?"

Present each picture and repeat the above prompt as necessary to get 3 questions for each.

Thank you so much for taking the time to speak with me today. Your answers will help us conduct research to improve the thinking capabilities in people with TTP.  


[image: Image]

Cookie Theft: Enlarge image in landscape orientation to fill the page 


[image: Image]

Cat rescue: Enlarge and put in landscape orientation to fill the page


Unfamiliar Object Task Images 
· One object per page, make orientation landscape and enlarge for full page viewing  


· [image: Description: Description: Description: t looks a bit odd but it works wonders]
· 

· 


· [image: Description: Description: Description: http://cdn.shopify.com/s/files/1/0158/3738/products/SP-BLUE_large.jpg?1966]
· 






· [image: A group of toothbrushes in different colors

Description automatically generated]
· 

· [image: https://lh3.googleusercontent.com/KlHz4DOvam-kQNMy-9dfeM1izYY88RE06UoKeFi3PJt2hB6H5blvDjd9U6B61uH5darLTes-ENZao6yTPeKq6Sa4yC7f6_4pm98TvUXTdtSGUfezJ0HQs6XJKsryifTVNoNpnYNH4yOrT74R]


[image: Description: Description: Description: http://www.cutleryandmore.com/content/products/medium/21676.jpg]



Pro00115540	Draft  	28APR2025
image1.gif
P SN
‘1“ €
b

ully





image2.jpeg




image3.jpeg




image4.jpeg




image5.png
‘u.wjk




image6.png




image7.jpeg




