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Layered Lived Experiences PES

Survey Flow
Block: Default Question Block (40 Questions)
Standard: Block 1 (13 Questions)
Standard: Block 2 (21 Questions)
Standard: Block 3 (22 Questions)
Standard: Block 4 (4 Questions)
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Start of Block: Default Question Block

Intro Welcome to the Layered Lived Experiences data gathering survey.     The collection of demographic data is a key component in building a full picture of the lived experiences that shape the perspective behind patient feedback during patient engagement efforts in research. While these demographics are important and impact a patient’s point of view, the intersectionality and layers of these data (including past experiences) is equally impactful in determining the point of view of patient experts. These characteristics/lived experiences influence how an individual experiences healthcare.    While the Patient Experts are not “data points” for researchers, it is important for all members of the research team, including patient experts, to reflect on their positionality for projects that we work on with various research teams.    The goal of gathering this information is to create a Word Portrait of each person on the team as well as a collective WordCloud for the PES. Instead of using a traditional multiple-choice format for gathering these data, we want you to use your own words for how you describe yourself and then also how important/relevant those words are for you in in your collaborations with the PES. For example, we could simply ask you if you are a parent with yes/no options; but knowing your "parent name" will give us a better picture - are you a "Mom" "Dada" "Momma" "Mimi" etc. Here is an example from one of our staff.        If the answer to the question is "no" or you don't have an experience/identity to fill in for some of the questions, just leave that question blank and do not rank the experience in the following question.    This research was approved by the Institutional Review Board at the University of South Carolina #Pro00145867. If you have any questions or concerns, please contact the Principal Investigator, Ann Blair Kennedy kenneda5@greenvillemed.sc.edu, or the Institutional Review Board, at 803-576-7276.   Please fill out this survey to the best of your ability and we'll then provide you with your personal Word Portrait.



Inclusion1 Have you previously collaborated/worked with the USC Patient Engagement Studio 
Yes  (1) 
No  (2) 
I do not know  (3) 

Skip To: End of Survey If Have you previously collaborated/worked with the USC Patient Engagement Studio  = No
Skip To: End of Survey If Have you previously collaborated/worked with the USC Patient Engagement Studio  = I do not know


Inclusion2 Are you 18 years old or older
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you 18 years old or older = No


Consent Are you willing to complete this survey?
Yes  (1) 
No  (2) 

Skip To: End of Survey If Are you willing to complete this survey? = No
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email To be able to return your word portrait to you once it is created after you complete this survey, please provide your email address.
________________________________________________________________



Q50 This section is going to get your basic description of your demographics



Age What is your age range or Generation (ex: 30s or Gen X)
________________________________________________________________



AgeWeight How much does this part of your identity or experience shape your perspective in your collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Age ()
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Race How do you describe your race/ethnicity?
________________________________________________________________



Raceweight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Race/ethnicity ()
	[image: ]





	Page Break
	





Gender How do you describe your gender identity? (Example: GenderQueer, Man, Woman, Trans Man, Nonbinary)
________________________________________________________________



GenderWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Gender Identity ()
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Pronouns What are your pronouns?
________________________________________________________________



PronounsWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Pronouns ()
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SO What is your sexual orientation?
________________________________________________________________



SOWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Sexual orientation ()
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Live1 In which city and state do you currently live?
________________________________________________________________



Live1Weight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Currently live ()
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Live2 Where else have you lived? List all other locations where you have lived for at least 1 year. (If one location has had a larger influence on you than other locations, you can add that location and weight later in the survey).
________________________________________________________________



Live2Weight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Other places lived ()
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Rural Have you ever lived in a rural location? If so, write the words "rural living" and the number of years you lived there. (Example: rural living 25 years)
________________________________________________________________



RuralWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Rural living ()
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Edu What's your highest level of education? (Example: Some college)
________________________________________________________________



EduWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Education level ()
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Religion What's your religious identity? (Example: Southern Baptist, Spiritual not religious, Hindu)
________________________________________________________________



ReligionWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Religious Identity ()
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Political What is your political identity? (Example: Democrat, Republican, Politically Agnostic, Centrist, Green)
________________________________________________________________



PoliticalWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Political identity ()
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MartSta What is your relationship status? (Example:partnered, single, divorced, married, facebook official etc.)
________________________________________________________________



MartStaWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Relationship status ()
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Parent Are you a parent and/or grandparent? If so, what do your small people call you? (Example: Daddy-O, Momma, Mimi, GrandSir, Duck)
________________________________________________________________



ParentWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Parent/Grandparent ()
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Employ What is your employment status?
________________________________________________________________



EmployWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Employment status ()
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Insurance What is the best description of your experience with health insurance? (Example: Previously uninsured, Always insured, Underinsured)
________________________________________________________________



InsuranceWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health insurance ()
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GovAsst Have you ever received government assistance? If so please list the programs you have received assistance from. (Example: SNAP, Medicaid, Disability benefits)
________________________________________________________________



GovAsstWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Government Assistance ()
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Vet If you are a veteran please list the branch in which you did/do you serve?
________________________________________________________________



VetWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?  0 = Very little influence 100 = Defines my perspective
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Government Assistance ()
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End of Block: Default Question Block

Start of Block: Block 1

Q47 This section is going to ask about the roles you hold in the Patient Engagement Studio and your Socioeconomic Status throughout your life  The same scale for the slider questions asking how much the experience shapes your perspective in collaborations with the PES will be used for each the following questions  0 = Very little influence 100 = Defines my perspective 



PES1 What is the main role you have within the PES?
Clinician  (1) 
Caregiver  (2) 
Community Partner  (3) 
Patient Expert  (4) 
PES Staff  (5) 
Other  (6) __________________________________________________



PES1Weight How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	PES role 1 ()
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Role2 Do you have another role in the PES?
Clinician  (1) 
Caregiver  (2) 
Community Partner  (3) 
Patient Expert  (4) 
PES Staff  (5) 
Other  (6) __________________________________________________



Role2Weight How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	PES role 2 ()
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Role3 Do you have another role in the PES?
Clinician  (1) 
Caregiver  (2) 
Community Partner  (3) 
Patient Expert  (4) 
PES Staff  (5) 
Other  (6) __________________________________________________



Role3Weight How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	PES role 3 ()
	[image: ]





	Page Break
	





ChildSES In general, how would you describe your childhood socioeconomic status?
Lower income  (1) 
Middle income  (2) 
High income  (3) 



ChildSES How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Childhood Socioeconomic Status ()
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TeenSES In general, how would you describe your adolescent socioeconomic status?
Lower income  (1) 
Middle income  (2) 
High income  (3) 



TeenSESWeight How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Adolescent Socioeconomic Status ()
	[image: ]





	Page Break
	





AdultSES In general, how would you describe your adult socioeconomic status?
Lower income  (1) 
Middle income  (2) 
High income  (3) 



AdultSESweight How much does this part of your identity or experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Adult Socioeconomic Status ()
	[image: ]




End of Block: Block 1

Start of Block: Block 2

Q60 Take a moment to think about your health conditions, disabilities, or chronic experiences and those of anyone you care for. Consider conditions, disabilities, and experiences that impact your daily life, require medical care, or shape your experiences in collaborations with the PES. When you’re ready, please enter each condition separately in the spaces below.  The same scale for the slider questions asking how much the experience shapes your perspective in collaborations with the PES will be used for each the following questions   0 = Very little influence 100 = Defines my perspective 



HC1 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC1Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 1 ()
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HC2 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC2Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 2 ()
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HC3 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC3Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 3 ()
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HC4 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC4Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 4 ()
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HC5 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC5Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 5 ()
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HC6 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC6Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 6 ()
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HC7 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC7Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 7 ()
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HC8 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC8Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 8 ()
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HC9 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC9Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 9 ()
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HC10 List a health condition, disability, or chronic condition that impacts you or someone you care for.
________________________________________________________________



HC10Weight How much does this health condition, disability, or chronic experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Health condition 10 ()
	[image: ]




End of Block: Block 2

Start of Block: Block 3

Q80 Beyond health conditions, we all bring unique perspectives shaped by different parts of our lives.  This could include:  	Your job or professional background (e.g., Teacher, Nurse, Community Organizer) 	Your lived experiences (e.g., First-generation college student, Military veteran, Immigrant) 	Your roles in your family or community (e.g., Parent, Grandparent, Mentor) 	Your personal values or advocacy efforts (e.g., Health equity advocate, LGBTQ+ ally, Disability rights activist) 	Any other identities or life experiences that influence how you collaborate with the PES.    Below you will be asked to identify these perspectives and give a weight for each.  The same scale for the slider questions asking how much the experience shapes your perspective in collaborations with the PES will be used for each the following questions  0 = Very little influence 100 = Defines my perspective 



Add1 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add1Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 1 ()
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Add2 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add2Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 2 ()
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Add3 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add3Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 3 ()
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Add4 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add4Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 4 ()
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Add5 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add5Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 5 ()
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Add6 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add6Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 6 ()
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Add7 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add7Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 7 ()
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Add8 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add8Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 8 ()
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Add9 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add9Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 9 ()
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Add10 List any additional terms, identities, or experiences that you feel will shape how you approach your collaborations with the PES
________________________________________________________________



Add10Weight How much does this term / identity / experience shape your perspective in collaborations with the PES?
	
	0
	10
	20
	30
	40
	50
	60
	70
	80
	90
	100



	Additional words 10 ()
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Colors To customize your word portrait please tell us 2-3 colors you would like us to use.
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Block 3

Start of Block: Block 4

Group Creating Our Group Portrait    As part of this project, we also want to create a visual group word portrait of the Patient Engagement Studio (PES)—a shared word cloud made from selected words and experiences contributed by all of you.    This group portrait will help researchers and others understand who is in the room without relying on individual demographic data.    We won’t use all the data you’ve shared—because:  It would be overwhelming to process in its entirety  We want to protect your privacy and avoid anything that could identify you personally.    Instead, we are asking you to select just a few key lived experiences, roles, or identities that you feel best represent what you bring to the work with the PES. These will be used in the group image we create. In the next question, you will be asked to list your top three lived experiences, roles, or identities.



Group1 What is the most meaningful lived experience, identity, or role that you want to include in our group portrait?  (These could reflect your identity, personal journey, profession, community role, or life experience.)    Examples:   	Black Woman 	Patient with Diabetes 	LGBTQ+ Elder 	Formerly incarcerated 	Gen X 
________________________________________________________________



Group2 What is the second most meaningful lived experience, identity, or role that you want to include in our group portrait?    
________________________________________________________________



Group3 What is the third most meaningful lived experience, identity, or role that you want to include in our group portrait?    
________________________________________________________________

End of Block: Block 4
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