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Introduction 
The scientific community has shown increased interest in understanding the role of personal 
narrative in health research and practice as evidenced by the surge in literature on the topic in 
recent years. In fact, more than 1,000 articles on the topic of narrative medicine have been 
published in 2017 alone. 

Not coincidentally, people have begun demanding an overhaul on the methods by which 
medical research and clinical practice are conducted. More specifically, there is an outcry for 
health researchers and clinicians to engage in meaningful relationships and express authentic 
empathy with their community members. Giving people a voice and providing them space and 
time to tell their story is an important way to build these relationships and allow empathy to 
unfold.  

Collecting personal stories helps build relationships and increase trust, and can ultimately 
improve health outcomes by informing the formulation of research questions that truly matter 
to your stakeholder community. Their rich and meaningful feedback also enables researchers 
and clinicians understand and better serve the needs of their communities in immediate and 
tangible ways. 

About MyPaTH Story Booth 
PCORnet’s MyPaTH Story Booth project, founded by the PaTH Clinical Data Research Network, 
is focused on establishing a resource for patients and caregivers throughout PCORnet and 
beyond. The overall aim of the project is to build a better understanding of stakeholder 
experiences and perspectives and the Story Booth team is ready to provide support for patient-
focused organizations whose community members may be interested in sharing their stories. 

Participants interested in sharing will audio-record a story about their health, illness, or 
experience with the health care system in a quiet and comfortable space or over the phone. 
They are welcome to record their story with a friend or family member or with a member of the 
MyPaTH research staff. Participants also complete a brief questionnaire which can be adapted 
to include your organization allowing storytellers to indicate their connection to your team and 
enabling you to easily search the archive for their narratives. 

Version 1.0 
Published September 2017 
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About this Toolkit 
This toolkit is designed to help you collect rich and meaningful stories from your community. 
Materials in this toolkit include sample flyers and brochures and interview prompts from 
MyPaTH’s Story Booth project and are meant to guide you as you set up a Story Booth program 
for your network. Please keep in mind that materials can be adapted to your community with 
approval from the MyPaTH Story Booth IRB. The packet also includes a copy of the official 
MyPaTH Story Booth consent form in case it is helpful to review. 

Using this toolkit, you will be able to collect and archive your community’s stories in 
partnership with the MyPaTH Story Booth team. As a Story Booth partner, you will collect 
stakeholder stories remotely using a central telephone number. Each de-identified audio file is 
archived in the central MyPaTH Story Booth database where it can be accessed for future use 
by researchers or clinicians wishing to learn more about stakeholder experiences and find 
inspiration for research projects. 

If you’re ready to start collecting stories from 
your community as a MyPaTH Story Booth 
Partner, please contact Kathleen McTigue at 
mctikm@upmc.edu or Barb Postol at 
postolba2@upmc.edu. 

Now dive into the toolkit and get started! 

Version 1.0 
Published September 2017 
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MyPaTH Story Booth FAQs 

Q:  My  organization  does  not  have  an  audio  booth.  Can  we  still  collect  stories?  
A:  Yes!  In  fact, the patients  who  have partnered with  the PaTH  team  in  developing  the Story  Booth  project 
have emphasized the need  to  collect stories  in  a way  that is  convenient  for  people who  are ill –  especially  
phone-based conversations. Most of  the stories  in  the current  archive have been  collected  over  the phone. 
While the audio  quality  does  vary  somewhat across  formats, multiple modes  of  story  collection  has  enabled  a 
broader  range of  voices  to  be heard.  

Q:  What  if  I  do  not  have  a  lot  of  resources  to  devote  to  story  collection?  
A:  Very  little effort or  resources  are needed to  partner  with  the MyPaTH Story  Booth  project.  An  existing  
approved IRB  allows  for  recruitment  in  coordination  with  community organizations, and  informed consent is  
gathered by  Story  Booth  staff  over  the phone. IRB approval can  be quickly  obtained for  flyers  that are tailored 
to  your  target population  and  Story  Booth  staff  can  manage scheduling/reminders  for  telephonic  story-telling  
sessions.  

Q:  How  does  the  archive  facilitate  research partnerships?  
A:  Each  story-teller  is  asked whether  they  are interested  in  learning  about opportunities  to  partner  as  a 
stakeholder  in  research  related to  their  story. Among  the first 153  participants, 63%  expressed such  interest, 
and  will be contacted  in  response to  researcher  requests  to  see  if  they  might be interested  in  introductions.  

Q:  What  data  are  collected  with  the  stories?  
A:  Each  storyteller  completes  a brief  survey  that includes:  

• Their demographics (e.g. - age, sex, race/ethnicity, 2-digit zip) 

• The perspective from which they are telling their story (e.g. - caregiver, patient, friend etc.) 

• The topic(s) discussed in the story (e.g. - type of health care interactions, anatomic location of a health 
problem) 

• Their level of interest in: 

• Hearing more about research engagement opportunities 

• Having their story posted to the internet 

Q:  Does  the  Story  Booth  archive  include  stories  from research participants?  
A:  While the main  goal of  the MyPaTH  Story  Booth  project is  to  share patient and  caregiver  stories, we are 
currently  working  with  a PCORnet team  to  pilot the collection  of  stories  by  research  participants  and  hope to  
expand  that activity  in  the future.  
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Q:  How  will  researchers  be  able  to  access  stories?  
A:  Researchers  will sign  in  to  an  online Story  Booth  portal to  search  the  archive for  narratives  related to  their  
research  goals. Using  a simple click-license, a researcher  can  easily  access  the stakeholder  stories  that are 
crucial to  generating  more  patient-centered research  questions. Formal qualitative analysis  of  narratives  will 
use an  expedited  data sharing  agreement.  

Q:  Is  there  an  option  for sharing  stories  more  widely  on  the  Internet?   
A: Yes. Participants can give permission for their story to be posted online on the Story Booth website. The site 
was developed based on advice from our partnering patients and caregivers, who stressed how vital it is for 
patients to be able to support one another through broadly shared stories. 

http://pathnetwork.org/Community/story_booth.html
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MyPaTH Story Booth: 
Sample script for recruitment phone calls 

The following script can be used to guide the conversation when conducting phone calls 
with potential Story Booth Participants. Use the sample to develop a conversation 
appropriate for your community and your story collection process. 

 SCRIPT: 
Hello. Mr./Mrs./Ms. , my  name is    [YOUR NAME]  and  
I’m  from  the   [INSTITUTION NAME]. I am  working  with  
[INVESTIGATOR NAME]. I am  following  up  with  you  regarding  the MyPaTH Story  Booth  
research  study.  

_____________________ ______________
________________ _____________ 

The purpose of  this  research  study  is  to  make a  collection  of  patient  and  caretaker  stories  as  a  
resource for  researchers  interested  in  developing  research  questions  based on  your  
perspectives  and  in  studying  patient or  caregiver  perspectives  on  specific  health  problems.  

You  will be asked to  participate in  a one-on-one conversation  with  a friend, family  member, 
caretaker, or  research  staff  member. The conversation  will last up  to  20  minutes  and  will be 
audio-recorded.  You  will also  be asked to  complete a few  survey  questions.  

If  you  are interested  in  participating  in  the  MyPaTH Story  Booth,  I will ask  you  for  your  contact 
information  and  if  you  want to  participate, we can  get you  signed up.  

Do  you  have any  questions  before I continue?  
[DOCUMENT  QUESTIONS  AND  ANSWERS  HERE]  

Next, I’m  going  to  give you  some information  about the MyPaTH Story  Booth  study, so  you  will 
know  what will be asked of  you  if  you  choose to  participate.  

If you agree to be in this study, you will be asked to complete a brief survey right before and 
right after your conversation. These questions take just a few minutes. 

You will be asked to tell a story pertaining to your experiences as a patient, or experiences 
providing care for someone else who is ill. This story should last about 20 minutes. You can 
bring a friend or family member to ask you questions that help tell your story, or we will 
provide a conversation helper. 
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You will be asked if you would like to have your photograph taken which is completely optional. 

___________________ 
___________________

___________________ 
 _______________ 

If  researchers  want to  contact  you  about possible opportunities  related to  their  studies, we are  
willing  to  facilitate introductions. We will not do  so  without  your  permission. You  are not  
obligated  to  follow-up  with  any  such  introductions.  The study  will  also  provide other  optional  
opportunities  (such  as  to  receive the  PaTH e-newsletter, or  the  potential  to  have  your  audiotape 
linked to  the PaTH website). You  are welcome to  participate (or  not)  in  any  that you  choose.  

What questions  can  I answer  for  you?  
[DOCUMENT  QUESTIONS  AND  ANSWERS  HERE]   
Continued  on  next page  
Continued…  

If you have questions or concerns, my name again is [YOUR NAME]  and  
the ’s [NAME  OF LOCAL  INSTITUTION]  principal investigator  is  

[INVESTIGATOR NAME].  
We can  be reached at [PHONE  NUMBER]  or  e-mail address  is  

 [E-MAIL  ADDRESS].  __________________ 

Are  you  interested  in  participating?  

Participant answers:  

NO:  Thank  you  for  your  time.  Please feel  free  to  contact us should  you  have further  questions.  
[End  call.]  

YES:  Great. I will send  you  some information  prior  to  the appointment  which  will provide 
information  on  what will occur  at our  meeting. [Send  them  “What  to  expect  instructions” 
document.]  

Set up  date  and  time  for interview* 
Date: 
Time:

___________________ 
 ___________________ 

* Remind patient to arrive a few minutes early to appointment. 

mailto:cchuang@hmc.psu.edu
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What to Expect as a Story Booth Participant 
Note: Use this sample document to develop an easy-to-understand overview of your story collection program. 
This document can be provided as supplemental information for participants and potential participants alike. 

A MyPaTH Story Booth interview includes participating in a one-on-one conversation with a conversation 
helper, and completing a brief questionnaire. The conversation helper may be a friend, family member; 
caretaker or research staff member. The conversation will last up to 20 minutes and will be audio-recorded. 

You will be asked to tell a story pertaining to your experiences as a patient (for example, your personal 
experience with illness or your interactions with the health care system) or your experience providing care for 
someone else who is ill. 

At the start of your session, a MyPaTH Story Booth staff member will explain the Story Booth process and 
review the consent document. If you come alone, the staff member will offer to assist as the conversation 
helper. Prior to the interview, you may want to chat briefly with your conversation helper about what aspects 
of your story that you are interested in sharing, to help them choose the best questions to ask you. 

There are 7 basic steps: 

1. Welcome: A staff member will provide background information about the MyPaTH Story Booth,  
explain his or her role in the process, and answer any questions you may have.

2. Prep: A staff member will walk you through the informed consent document, which speaks to the goals 
of the project and your rights as a research participant. You will receive a physical copy of the consent 
form for your records. 

3. Pre-interview survey questions: Participants who will audio-record a story will complete a brief survey 
prior to the interview. 

4. Sound check: Once you are ready to proceed, the staff member will make sure you are comfortable 
and positioned well for recording. S/he will also check the equipment. 

5. Interview: You will have 20 minutes to speak about your personal experience as a patient or your 
experience providing care for another individual who is ill. 

Participants who are telling their story: If you are asked a question that you don’t want to answer, 
there is no need to answer it. Please just respond that you’d prefer to skip that question. We are only 
interested in hearing about the parts of your story that you are interested in sharing. 
CONTINUED 

ver. 2 2017-10-03 
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Participants who  are  serving  as a  conversation  helper:  We ask  that you  have a chat with  your  friend  or  
colleague, asking  questions  that help  them  tell their  story. You  may  find  it helpful to  talk briefly  before 
the recording  starts, in  order  to  find  out what parts  of  their  story  they  are interested  in  telling, and  
whether  there are topics  that they  want to  avoid. If  your  friend  or  colleague finds  that he/she is  
uncomfortable answering  a question  that you  ask, that’s  fine. Please just move on  to  another  question. 
If  it is  helpful to  you, you  may  use questions  that we provide on  our  “Potential  Interview  Prompts” 
page.  

6. Post-interview survey questions: You will complete a brief survey following the interview. 

7. Post-survey photo: If you consented to providing a photo one will be taken at this point. 

Interview Tips and Suggestions 

• If you have scheduled an interview in advance, please arrive 10-15 minutes before your scheduled 
interview time. 

• Feel free to ask the research staff any questions you may have about the consent form or the overall 
MyPaTH Story Booth experience. 

ver. 2  2017-10-03  
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This document includes sample survey questions and story interview prompts. The first two sections can be 

used to guide the development of your own survey questions. Surveys can be used pre- and post- story 

collection and will help identify demographic information about each participant and specific information 

about the health experience they describe in their story. 

The last section provides potential interview prompts a participant can use to guide the telling of their story. 

Alternatively, the questions can also be used by a friend or family member or a staff person to guide the 

participant as they tell their story. 

PRE-STORY SURVEY QUESTIONS:  
Welcome to MyPaTH Story Booth! We’re so pleased that you are interested in sharing your story. Please tell 
us a little about yourself. 

1. How did you learn about the MyPaTH Story Booth? 

a. Path website 

b. Advertising near the booth 

c. From my doctor or doctor’s office 

d. From a research registry 

e. Other: ________________________________ 

2. What is your age? (numeric field) 

3. What is your sex? 

a. Male 
b. Female 
c. Comment: (Open text field for comment) _____________________________ 
d. Prefer not to answer 

4. What is the highest degree or level of school you have completed? 

a. 8th grade or less 
b. Some high school, but did not graduate 
c. High school graduate or GED 
d. Some college or 2-year degree 
e. College graduate 
f. More than a college degree 
g. Prefer not to answer 

CONTINUED ON NEXT PAGE 

VER. 2 2016-07-05 
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5. What is your race or ethnicity? (check all that apply) 

a. Asian (i.e. Asian Indian, Chinese, Filipino, Japanese, Korean, Vietnamese, Hmong, Laotian, Thai, 
Pakistani, Cambodian, etc.) 

b. Black, African American, African, or Afro-Caribbean (i.e. African American, Haitian, Nigerian, etc.) 
c. Hispanic, Latino, or Spanish origin (i.e. Mexican, Mexican American, Puerto Rican, Cuban,  

Argentinian, Colombian, Dominican, Nicaraguan, Salvadorian, Spaniard, etc.)
d. Middle Eastern/North African 
e. Native American, American Indian or Alaskan Native (i.e. Navajo, Mayan, Tingt, etc.) 
f. Native Hawaiian or Other Pacific Islander (i.e. Native Hawaiian, Guamanian or Chamorro, Samoan, 

Fijian, Tongan, etc.) 
g. White (i.e. German, Irish, Lebanese, Egyptian etc.) 
h. Some other race or origin (please specify)____________________________ 
i. Prefer not to answer 

6. What language do you mainly speak at home? 

a. English 
b. Spanish 
c. Chinese 
d. Some other language (please print):___________________________ 
e. Prefer not to answer 

7. Would  you  like  to  learn  more  about  the  path  network  or  ways  to  participate  in  research  studies?  

(check  all  that  apply) 

 I  would  like  to  receive the quarterly  path  e-newsletter   
▪ Email: ____________________________________________________ 

  I would like to hear about opportunities to work with researchers on a research project related 
to my story. 
▪ Please contact me: 

• Email: ____________________________________________________ 

• Phone: ___________________________________________________ 

 I am interested in learning about opportunities to act as a patient partner in research related to 
my story. 
▪ Please contact me: 

• Email: ____________________________________________________ 

• Phone: 

  Other patients or researchers may listen to my story on the path (www.pathnetwork.org) or 
pcornet Commons (www.pcornetcommons.org) websites. I understand that my name will not 
be shown with my story. 

 You may include my photo with my story on the path or pcornet Commons websites. 

VER. 2 2016-07-05 
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POST-STORY SURVEY QUESTIONS:  
1. What is your story about? (check all that apply) 

 Experiencing symptoms  
 Finding  out a diagnosis    
 Being  treated    
 Getting  tests  or  advice  for  how  to  be  healthier   
 Communicating  with  doctors  and  nurses   
 Supporting  family  members  who  are  sick   
 Making  decisions  about  the  right  health  care  or  treatment  for  you   
 Describing  how  easy  or  hard  it  has  been  for  you  to  get  the  health  care  you  need   
 Getting  health  care  that  is  right  for  your  cultural  or  religious  beliefs   
 Getting  health  care  that  is  right  for  your  sexual  orientation   
 Getting  health  care  that  is  right  for  your  gender  identity   
 Other:  _____________________________  

If either “sexual orientation” or “gender identity” is checked the following is displayed: 

We have partnered with the Population Research in Identity and Disparities for Equality 
Patient-Powered Research Network (PRIDEnet). This Patient Powered Research Network was 
formed because sexual and gender minorities (SGMS) – including those in the lesbian, gay, 
bisexual, transgender, and queer communities – have notable health and healthcare disparities. 
PRIDEnet aims to address these shortcomings in data and improve the experience of medical 
and research participation among SGM people. 

Would you like receive more information from PRIDEnet about their work? 

  Yes  

 No  

IF  YES:  What  is  the  best  way  for  PRIDEnet  to  reach  you?  (please  check  all  that  apply)  

 Telephone  me  at:  ________ 

 Text  me  at:  ________________ 

 Email  me  at:  _________ 

 Mail  me  information  at: _______ 

 I  would  like  the  Story  Booth  team  to  give  me  a  flyer  about  PRIDEnet  at  the  MyPaTH  
Story  Booth  table  today  

CONTINUED ON NEXT PAGE  

VER. 2 2016-07-05 
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11 
2. Which health problem is your story about? (check all that apply) 

Blood, heart and circulation 
▪ For example: heart disease, high blood pressure 

Bones, joints and muscles 
▪ For example: arthritis, osteoporosis, broken bones 

Brain and nerves 
▪ For example: stroke, Parkison’s disease, dementia 

Digestive system 
▪ For example: Crohn’s disease, gall bladder, diarrhea, hepatitits 

Ear, nose and throat 
▪ For example: deafness, swallowing, sinus infections 

Endocrine System 
▪ For example: diabetes, thyroid, Addison disease 

Eyes and vision 
▪ For example: cataracts, pinkeye, glaucoma 

Immune system 
▪ For example: allergies, vaccinations, AIDS 

Kidneys and urinary system 
▪ For example: kidney stones, urinary incontinence, chronic kidney disease 

Lungs and breathing 
▪ For example: bronchitis, asthma, interstitial lung disease, pneumonia, lung cancer 

Mouth and teeth 
▪ For example: tooth decay, gum disease, tonsils, adenoids 

Skin, hair and nails 
▪ For example: acne, eczema, bed sores, vitiligo, hair loss 

Female reproductive system 
▪ For example: menstruation, prenatal testing, cervical cancer, infertility, sexually 

transmitted diseases 

Male reproductive system 
▪ For example: infertility, enlarged prostate, sexually transmitted diseases 

Mental  health  
▪ For example: depression, anxiety, schizophrenia, bipolar disorder 

Other:  _____________________________   

Not  applicable  (for  example,  your  story  could  address  an  emotional  health  problem)  

If “Brain and Nerves” is checked the following is displayed: 

We have partnered with the National Alzheimer’s & Dementia Patient & Caregiver-Powered 
Research Network. This Patient Powered Research Network is made up of participants who 
have, are at risk for having, or care for someone who has Alzheimer’s disease or dementia. 
Their goal is to speed up development of effective treatments for Alzheimer’s disease and 
related dementias. 

Would  you  like  receive  more  information  from  the  National  Alzheimer’s  &  Dementia  Patient  &  
Caregiver-Powered  Research  Network  about  their  work?   

Yes  
No   

CONTINUED ON NEXT PAGE  

VER. 2 2016-07-05 
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12 
IF  YES:  What  is  the  best  way  for  the  National  Alzheimer’s  &  Dementia  Patient  &  Caregiver-
Powered  Research  Network  to  reach  you?  (please  check  all  that  apply)  

Telephone me at: ________ 

Text me at: ________________ 

Email me at: _________ 

Mail me information at: _______ 

I  would  like  the  Story  Booth  team  to  give  me  a  flyer  about  the  National  Alzheimer’s  &  
Dementia  Patient  &  Caregiver-Powered  Research  Network  at  the  mypath  Story  Booth  
table  today  

3. Is your story about any of the following? (check all that apply) 

Cancers  
Diabetes  
Genetics/Birth Defects  
Infections Injuries and Wounds  
Mental Health

Obesity

Poisoning or poisons in the environment  
Pregnancy and Reproduction  
Substance Abuse  
Having multiple health conditions at the same time  
None  of  the  above   

4. Did you tell your story as: 
a. Someone with an illness or other personal health concern 
b. A caregiver of someone with an illness 

5. Was your experience with making a MyPaTH Story Booth story: 
a. Very easy 
b. Easy 
c. Neutral 
d. Difficult 
e. Very difficult 

6. How satisfied were you with the MyPaTH Story Booth process? 
a. Very satisfied 
b. Satisfied 
c. Neutral 
d. Slightly satisfied 
e. Not at all satisfied 

7. How likely are you to tell a friend about MyPaTH Story Booth? 
a. Very likely 
b. Likely 
c. Neutral 
d. Somewhat unlikely 
e. Very likely 

CONTINUED ON NEXT PAGE 

VER. 2 2016-07-05 
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8. Suggestions for improving how we gather people’s health stories? (free text) 

VER. 2 2016-07-05 
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VER. 2 2016-07-05 

POTENTIAL INTERVIEW PROMPTS:  
Questions related  to  a  health condition  or illness  

• Please tell me about your  health  story. 

• Please tell me about the  process  of  learning  about your  health  issue. 

• How have you made decisions about what is the right treatment for you? 
o Has  anyone or  anything  made those decisions  easier?  Or  more difficult? 
o How  has  your  culture or  religious  beliefs  shaped your  treatment  decisions? 

• What it is  like  to  live with  [your  health  issue]? 
o In  what ways  do  you  look  at your  life differently  now  than  before you  were diagnosed? 

• What has it been like for you to receive treatment for this health issue? 
o What has been  the easiest part of  being  treated for  this? 
o What has been  the most difficult part of  being  treated for  this? 

• In  what ways  has  this  health  issue changed you?  What have you  learned? 

• What advice would  you  give someone going  through  a similar  situation? 

• What would  you  like  doctors  or  other  health  care professionals  to  know  when they  care for  someone 
with  a diagnosis  like  yours? 

• What has been  the best part about communicating  with  your  health  care team?  The most challenging  
part? 

• Has  this  illness  changed you?  What have you  learned? 

• How  could the health  care system  have improved your  experiences? 

• If you could change one thing about the health care system, what would it be? 

Questions related  to living  a  healthy  life  

• I hear you are interested in telling us about a program you have been  working with, which aims to put 
you  in  better  touch  with  your  primary  care team  and  help  you  better  take  charge of  your  health. 

o Can  you  tell my  about how  that program  has  affected  you? 

• What are you  doing  to  be as  healthy  as  you  can  be? 

• What has helped you  the most in  making  preventive health  decisions? 

• What do  you  do  to  eat a healthy  diet? 
o Has  your  health  care team  helped?  How?  What could  it do  better? 

• What do  you  do  that helps  you  to  be physically  active? 
o Has  your  health  care team  helped?  How?  What could  it do  better? 

• What is  the best advice you’ve received on  how  to  stay  healthy?  Who  did  it come from? 

• Do  you  smoke cigarettes?  Please  tell me about it. 
o Do you want to quit? Have you asked your health care team for help quitting? 
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_____

Questions related  to working  with a  primary  care team  

• I hear  you  are interested  in  telling  us  about a program  you  have been  working  with, which  aims  to  put 
you in better touch with your primary care team and help you better take charge of your health. 

o Can  you tell my  about how  that program  has  affected you? 

 
 Questions about your experiences being a  caregiver  

• What has it been  like  to  have a [child, friend, or  family  member]  who  is  sick? 

• How  have you  supported  your  friend  [or  family  member]  through  his/her  health  issue? 

• How  has  the health  care system  helped you  to  provide support?  What could  it do  better? 

• What advice would  you  give to  someone whose friend  or  family  member  was  just diagnosed with  
? 

• What advice would you give the health care system  for improving care for patients like your [child, 
friend, or  family  member]? 

VER.  2  2016-07-05  
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Tips for Story Booth Conversation Helpers 

1. Your role as a conversation helper is to help the participant tell a story that he/she wants to share. Talk to 

the participant before you start and find out what they generally want to discuss. You will have up to 20 

minutes to have your discussion. 

2. You may find it helpful to identify one or more of the questions ahead of time from those on our prompt 

sheet. However, these questions are optional. 

3. Please let the participant know there are no right or wrong answers and it is fine to skip questions if they 

want. 

4. You may find you only need to ask a single question. For example, you could say, “Tell me the story about 

[the topic they want to discuss.]” 

5. If necessary, add follow-up questions to help the story unfold. For example: 

o What happened next? 

o How did that make you feel? 

o Can you tell me more about that last point? 

• Consider questions that help a storyteller unpack and reflect on their experience. For example: 

o Do you have advice for someone else who ends up in a situation similar to yours? 

o Did the story turn out the way you thought it would? 

o Looking back, what was the turning point? 

o Was there anything unexpected? 

o Was there anything really special about your experience? 

6. Be a patient and compassionate listener. 

Ver. 1 2016-03-02  
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Appendices
Sample Materials



  

  

 

 

 
   
   

 
 
 

 
 
   

 
 
   
 

 
   
   
   

 

       

 

           

   

 

 

   
     
       

     
   

   
   
   
   
     
 
     
     

   
   

 
     
   

                          

 

 

     
 

 

 
 

 
     
   

 
 
   
   
 

 
     

       
     

     
 

                       
 

   

 

 
     
   

   
 

     
 

 
   
   
 
 

   

   
 

   
     
   

   

 

   
     

 

   
     
 

   
   
 
   
     
   

     

 

   
 

   

               

   
   
     

   
 

 
 
   

     
   
 
 

 

   

   
   
   

                          
 

 

   
   

 

   
 

   
 
   
 
   
   

   

   
     
 

    

   
 

   

 
 
 

   
   

   
   

 
   

 

   
 

 

   
   
 

   
   
   
 
 
 
 
 

   

   

   
   

Consent   to  Act  ass  a  Particippant  in  a  Reesearch  Sttudy  
Protocool Title: MyyPaTH Storry Booth, PPitt IRB PROO151004666 
Sponsor:  Patient‐Centered  OOutcomes  Research  Institute  ( PCORI)  

Principal IInvestigatorr: Kathleen  MMcTigue,  M D   
Kmm34@pitt.edu   
412‐692‐2 2940 

Project MManager: Barbara  Postol   
Postolba22@upmc.eduu   

ver.25 20017‐09‐29 Pagee 1 of 7 

You are bbeing asked to join a ressearch studyy. This conse nt form exp lains the stuudy and yourr part 
in it. Pleaase read it c arefully andd take as muuch time as yyou need. Chhoosing to pparticipate oor not 
participate will in no way influennce your relaationship witth UPMC or the Univers ity of Pittsbuurgh 

This studdy is being cconducted bby the PaTHH network. TThe PaTH n network is s ponsored byy the 
PaTH Cliinical Data Research NNetwork, which is a ppartnership between thhe University of 
Pittsburggh, UPMC, Penn State Milton S. Hershey MMedical Cen ter, Penn SState Collegge of 
Medicinee, Lewis Kat z School of Medicine att Temple Unniversity, Teemple Healthh, Johns Ho pkins 
Universitty, and Johnns Hopkins HHealth Systeem, the Uniiversity of UUtah and Unniversity of Utah 
Health CCare, and Geeisinger Heaalth System. Our missio n is to addrress questioons and con cerns 
that mattter most to the commuunities we seerve in ordeer for patien nts and healtth care provviders 
to make more informmed health ddecisions. WWe work to hhelp researc hers to und erstand patiients’ 
perspectives and to eensure that research fin dings are efffectively commmunicatedd to patientss who 
need theem to make hhealth decis ions that aree right for thhem. 

You can contact the study team (contact infformation a bove) to an swer any quuestions youu may 
have aboout the studyy at any timee. 

You are aa volunteer.. If you join the study, yyou can channge your mi nd later. Yo u can decid e not 
to take ppart or you ccan stop at aany time by contacting a member oof the study team. Ther e will 
be no pe nalty or losss of benefits if you decidde to withdraaw the studyy. 
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1. WWhy  is  this  reesearch  beinng  done?
Patient sstories provvide a poweerful framewwork for unnderstandingg patient prroblems andd the 
larger process of illness, coping,, and seekin g health carre. The purppose of this research stuudy is 
to generaate a collecttion of patie nt stories ass a resource for researchhers interestted in develooping 
research questions based on patient peerspectives and in stuudying patieent or careegiver 
perspectives on heaalth and illneess. Participants will bbe asked to participate in a one‐onn‐one 
intervieww with a frie nd, family mmember, careetaker, or reesearch stafff member. TThe intervieww will 
last up to 20 min utes and wwill be auddio‐recordedd. The recoording may be transcrribed. 
Researchhers will be permitted t o review th e audio recoordings or t ranscripts inn order to bbetter 
understaand patient pperspectivess medical iss ues. 

2. WWhat  will  happen   if  you  join  this  stuudy?
If you aggree to be inn the PaTH MyPaTH Stoory Booth, wwe will colleect and use several typpes of 
your infoormation. Thhis informati on will diffe r, dependingg on whetheer you are beeing intervieewed, 
or whethher you are serving as aa conversatioon helper. WWe will colleect contact i nformation from 
you incluuding things like your na me and teleephone num ber. 

Individuaals who are interviewedd: 

a. Surveys — Yoou will be assked to commplete a survvey when yoou join the sstudy. The suurvey 
inncludes queestions abouut your demmographic innformation, interest inn participating in 
reesearch stu dies/collaboorations andd health syymptoms. RResearchers will be ab le to 
reeview this s urvey data. Based off oof your survvey respons es you mayy elect to re eceive 
additional infformation reegarding reseearch studiees and/or co llaborationss.

b. AAudio recordding — As a participannt in this sttudy you wwill be askedd to tell a story 
pertaining too your expperiences aas a patiennt, experiennces with personal illlness, 
exxperiences pproviding caare for a fammily or frien d, or your eexperiences as a patientt in a 
health systemm. Any persoonal informaation that yoou disclose when tellingg your storyy may 
be heard by aanyone revieewing the PaaTH audio filles. Therefo re, we stronngly advise y ou to 
not state youur name, datte of birth oor other infoormation thaat may discloose your ideentity 
wwhile particippating in thee audio recoording. For eexample, doo not menti on the nammes of 
frriends or heealth care pproviders as you tell yoour story. Researcherss will be abble to 
reeview the auudio file of tthis story. Iff you indicatte so in the study surveey, people wwill be 
able to listenn to your annonymous sttory from thhe Internet. The only innformation aabout 
yoou that theyy will have aaccess to is wwhatever yoou have incl uded in youur recorded story 
or surveys. T he Universitty of Pittsbu rgh will reviiew all stori es before puublication o n the 
wwebsite and iidentify any personal naames, locatioons (e.g., cit y, state), faccility names (e.g., 
UUPMC), nammes of emplloyers or employing innstitutions, proprietary drug or device 
names, or other informmation that is thought to be idenntifiable. In the event such 
innformation i s revealed. UUniversity off Pittsburgh staff will us se audio softtware to oveerride
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itt with a “bleeep” tone. Iff your storyy is chosen ffor website publication,, we will coontact 
yoou before puublication.

c. Photograph — If you chhoose to pr ovide an opptional phottograph, ressearchers wwill be 
permitted to view the phhotograph.

d. Fuuture resea rch activitiees— In your survey respponses, you will have a n opportun ity to 
inndicate wheether you wwould like t o hear aboout future rresearch op portunities from 
inndividuals wwho listen too the Story Booth archi ve. If you c choose to doo so, you wwill be 
notified if anny researcheer asks to bbe put in toouch with yyou. It will bbe your deccision 
wwhether you want to foll ow‐up on suuch invitatio ns.

Individuaals who servve as a conveersation hellper. 

If you ag ree to serve as a converrsation helpeer for a stud y participan nt your voicee will be recoorded 
subject t o the descri ption of “auudio recordinng” above. WWe strongly advise you to not state your 
name, daate of birth or other innformation that may d isclose yourr (or anyonee else’s) ideentity 
while parrticipating inn the audio rrecording. Foor example, do not menntion the na mes of friennds or 
health caare providerss as you faci litate the coonversation. 

3. How long will you be in the study?
Information  collected   for  this  study  will  be  made  available  to  the  rresearchers  indefinitely .  This  
authorization  is  valid  indefinitely  or  until  you  formally  withdraw  your  authorization.  

4. How do I wit hdraw from the study?
To  formally  withdraw  your  consent  for  partiicipation  in  this  research  study  you  should  provide  a  
dated  notice  of  this  decision  to  the  principal   investigat or  of  this  research  study  at  the  ad dress  
listed  on  the   first  page  of   this   form.  You  may  send   thii s  notification  via  posta l  mail,  or  e‐‐mail.  
Any  identifiable  information   obtained  as  part   of  this  study  prior  to  the  date  that  you  with drew  
your   consent  will   continue   to  be   used  and    disclosed    by   the   investigators  for   the   purposes  
described  above.  

5. WWhat are thee risks or discomforts off the study?
The  risks  of  this  study  are  minimal.  They  include  psychological  disccomfort  from  completing  the  
questionnaires  and  completing  an  interview,  and   the lloss  of  privacy.  If   there  were  a  seccurity  
breach  to  the   PaTH   MyPaTH   Story   Booth   an   unauthorized  person  could  access  your  
information.  That  would  result  iin  loss  of  pr ivacy.  All  information  is  kept  on  secure  servers  that  
require  identification  and  passwords   to  access.  

6. WWho will have access to my data?
Researchers   from  participating   sites   and  other   institutions   will   be   provided   the   opportunity   to  
review  pati ent  survey   responses  and  audio  recordings. 
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The Pattient  ‐Centeered Outcoomes Reseaarch Instituute (PCORI), PCORnett, the Nattional 
Patient‐CCentered Cli nical Researrch Networkk, and the Reesearch Connduct and Coompliance OOffice 
(RCCO) wwill be permmitted acces s to researcch data/doc uments assoociated withh the conduuct of 
this reseaarch study 

Researchhers who reqquest to reviiew the audiio files and ssurvey respoonses from pparticipants must 
first fill oout the MyPPaTH Story BBooth Acces s Request F orm. The foorm will be ssubmitted t o the 
study teaam for revieww and approoval. 

If you ap prove postinng your storyy to the Internet, the general public will be able to listen to it. 

Data coll ected from patients reccruited by th e Universityy of Pittsburggh team willl be stored aat the 
Universitty of Pittsbuurgh’s Centeer for Researrch on Healtth Care Dat a Center. Thhese data wwill be 
stored wwith study iddentificationn numbers oonly and lin kage files wwill be storeed separatel y. All 
databasee access will be limited bby role and rrecorded. Al l data will b e stored in ssecure, pass word 
protected database aand will be bbacked up daaily. 

7. WWhat will ha ppen to my data?
The  MyPath   Story  Boooth  will:  
 generate  a  searchable  archive  of  patient  and  caregiver  narratives
 develop   a  method   for   categorizing  patient  an d   caregiver  narratives  collected  by   the  

Story  Booth
 support  health   researchers’   use  of   patient  a nd   caregiver   narrative s  in   formulating  

patient‐centered  researcch  questions   and  in  studying  patient  or  caregiiver  perspecctives  
on  health,  healthcare,  and  illness.

 facilitate  connections  between  individuals  who  have  real‐world  insight s  and  experience   
with  health  ccare  or  health  care  delivery  and  hea lth  researchers.

8. AAre there bennefits to beiing in the stuudy?
You will nnot experiennce any direcct benefit froom being in the study. 

9. WWill it cost yoou anything to be in thiss study?
There is nno cost to yoou to be in t his study. 

10. WWill you be ppaid if you jooin this stud y?
You will nnot be paid tto be in this study. 

11. WWhat other tthings shoul d you knoww about this rresearch stuudy?
Your  doctor  may   also  be   involvved  as  an   innvestigator   iin   this   reseaarch   study,  but   you   aree  not  
under   anny   obligatioon   to  participate    in   any   research  study   offerred  by   you r   doctor.  B efore  
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agreeing to participaate in this re search studyy, or at any ttime thereaffter, you maay wish to di scuss 
participation in this study with aanother heaalth professiional or oth er trusted aadult, to obttain a 
‘second oopinion’ aboout study pa rticipation. 

12. WWhat does yoour electronnic signaturee on this connsent form mmean?
Your  electronic  signature  on  this   form  means   that:  The  above   information  has  been  explained  
to  you   and    all  of   your   current  questions  have  been  a nswered.  You  understand   that  yo u   are  
encouraged  to  ask  questions,  voice  concerns  or  complaints  about  any  aspect  of   this   research  
study  during  the  course  of  this  study,  and  that  such  future  questi ons,  concerr ns  or  comp laints  
will  be  answered  by  a  qualified  individual   or  by  the  investigator(s)  liisted  on  the   first  page  of  this  
consent  document  at   the  telephone   number(s)  given.  

You mayy always req uest that yoour questionns, concernss or complai nts be addrressed by a listed 
investigaator. If you hhave any queestions abouut your right ts as a resea rch subject or wish to taalk to 
someonee other the research teeam, pleasee call the Unniversity of Pittsburgh Human Subbjects 
Protectioon Advocate toll‐free at 866‐212‐2668. By signinng this formm I agree to pparticipate inn this 
research study. A coppy of this coonsent form will be givenn to me. 

13. Consent Awaareness Questions
Before coonsenting too join this stuudy, please aanswer the ffollowing quuestions: 

My particcipation is vooluntary. 
True 
False 

Correct! Because yo ur participaation is volunntary you h ave the righht to leave the study a t any  
time.  
Incorrect.  Your  partiicipation   in   this  study  is  voluntary.  Because  your  participation   is  volu ntary   
you  have  the  right  to  leave  the  study  at  any  time.  Please  try  again.  

I may conntact a reseaarch staff meember shou ld I have anyy questions or concerns . 
True 
False 
Correct! You may co ntact a reseearch staff mmember by ccalling (412) 864‐3352 oor e‐mailing us at  
mystory@@pitt.edu if you have anny questions or concernss.  
Incorrectt. You may c ontact a research staff mmember by ccalling (412)) 864‐3352 oor e‐mailing us at  
mystory@@pitt.edu if you have anny questions or concernss. Please try again.  

Participation in this sstudy includdes being intterviewed orr serving as a conversat ion helper ffor an 
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audio reccording. 
True 
False 

Correct! You will proovide or facillitate an auddio recordedd interview aas part of paarticipation iin the  
study.  
Incorrect.  You  will  provide  an  audio   recorded  interview   as  part  ofof  participat ion   in  the   study.   
Please  trry  again.   
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Electroniic signature 

The abovve informatiion has bee n explainedd to me and all of my ccurrent quesstions have been 
answeredd. To indic ate my agrreement to participatee in this reesearch studdy I consennt to 
participate in the stuudy by clickinng the ‘I agreee’ box and by completi ng the fieldss below. 

I agree

Full Name: (first, midddle initial, laast name) 
Birthdatee: __/__/_____/ (mm/dd//year) 
What is yyour motherr’s maiden n ame?
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                      @university of Pittsburgh UPMC By sharing stories with researchers, 

Would 
you 

like to 

your 
story? 

Who: If you are 18 years or older and 
able to read and understand English 
you may be eligible 
Phone.t12-8643025 

Emailmystory@pitt.edu 

FacebookMyPaTH Story Booth 

mailto:mystory@pitt.edu
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Research Study:  By sharing stories with researchers,   

focus research on  topics that are of importance to  

patients and likely to improve health and health  

care.

How:  Share you story by phone or in person at the  

Falk Medical Building Lobby    

Who:  If you are 18  years or older and able to read  

and understand English you may be eligible    

Phone:  412 - 864 - 3025    

Email: mystory@pitt.edu 

Facebook: 

MyPaTH Story Booth 

mailto:mystory@pitt.edu


 
 

  

  

  

 

 
 

  

  

  

 

 
 

  

  

 

  

 

 
 

  

  

  

 

 
 

  

  

  

 

 
 

  

  

  

 

 
 

  

  

  

 

 
 

  

  

  

 

 
 

  

  

   

 

 

 
 

  

  

   

 

 

“Your voice matters”  
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 864-

3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 

864-3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 
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perspectives 
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864-3025 Email: mystory@pitt.edu 
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864-3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 864-3025 Email: 

mystory@pitt.edu 

“Your voice matters”  
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 864-

3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 

864-3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 

864-3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 

patients and caregivers to help researchers better understand their 

perspectives 

Share your story by phone or in person Phone: (412) 

864-3025 Email: mystory@pitt.edu 

“Your voice matters” 
Research Study: The PaTH Network is gathering stories about the 
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mystory@pitt.edu 
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The PaTH Clinical Data Research Network  is conducting  a  research  study and  wants to  
know  about patients’ experiences with  health and  illness. By sharing these  stories with  
researchers,  we  hope to  focus  research  on topics that  are  of  importance  to  patients and 
likely  to  improve health and  health care. Using MyPaTH Story Booth  patients can record a 
conversation to share with researchers. We’d  love to  hear  your  point of view. 
How: Share your story by phone or in person at the Falk Medical Building Lobby 

Who:  If  you are 18  years  or older and able to read and understand  English you may  be  

eligible    

Phone: 412-864-3025 
Email:  mystory@pitt.edu 
Facebook:  MyPaTH  Story  Booth  Twitter:  @ThePaTHNetwork    

mailto:mystory@pitt.edu
mailto:mystory@pitt.edu
mailto:mystory@pitt.edu
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Research Study: The PaTH Clinical Data 
Research Network wants to know about patients’ 
experiences with health and illness. By sharing 
these stories with researchers, we hope to focus 
research on topics that are of importance to 
patients and likely to improve health and health 
care.

Who: 

Using MyPaTH Story Booth,  patients  can  record  
a  conversation  to  share  with  researchers.  We’d 
love  to  hear  your  point  of  view. Please share  your 
story with us!  

How:  Share  your story by phone  or in person at  
the Falk Medical Building Lobby  

If you are 18 years or older and able to 
read and understand English you may be eligible 

When: Visit our website www.pathnetwork.org 
to make an appointment 

Phone: 412-864-3025  
Email: mystory@pitt.edu 
Facebook:  MyPaTH  Story  Booth  
Twitter:     @ThePaTHNetwork  

The PaTH network is a collaboration between the University of Pittsburgh, 
UPMC, Penn State Hershey Milton S. Hershey Medical Center, Penn State 
College of Medicine, Temple University School of Medicine, Temple 
Health, Johns Hopkins University, Johns Hopkins Health System, 
University of Utah, and Geisinger Health System 

Research Study: The PaTH Clinical Data 
Research Network wants to know about patients’ 
experiences with health and illness. By sharing 
these stories with researchers, we hope to focus 
research on topics that are of importance to 
patients and likely to improve health and health 
care. 

Using MyPaTH Story Booth,  patients  can  record   
a  conversation  to  share  with  researchers.  We’d  
love  to  hear  your  point  of  view. Please share  your 
story with us!  

How:  Share  your story by phone  or in person at   
the Falk Medical Building Lobby  

Who: If y ou are 18 years  or older and able  to   
read  and  understand  English  you  may  be  eligible  

When: Visit  our website www.pathnetwork.org  
to  make  an  appointment  

Phone: 412-864-3025  
Email: mystory@pitt.edu 
Facebook:  MyPaTH  Story  Booth    
Twitter:     @ThePaTHNetwork  

The PaTH network is a collaboration between the University of Pittsburgh, 
UPMC, Penn State Hershey Milton S. Hershey Medical Center, Penn State 
College of Medicine, Temple University School of Medicine, Temple Health, 
Johns Hopkins University, Johns Hopkins Health System, University of Utah, 
and Geisinger Health System 

Research Study: The PaTH Clinical Data 
Research Network wants to know about 
caregivers’ experiences with health and illness. 
By sharing these stories with researchers, we 
hope to focus research on topics that are of 
importance to patients and likely to improve 
health and health care. 

Using MyPaTH Story Booth,  patients  can  
record  a  conversation  to  share  with  researchers.  
We’d love  to  hear  your  point  of  view. Please  
share  your story with us!  

How:  Share  your story by phone  or in person at  
the Falk Medical Building Lobby  

Who: If y ou are 18 years  or older and able  to  
read  and  understand  English  you  may  be  eligible  

When: Visit  our website www.pathnetwork.org 
to make an appointment 

Phone: 412-864-3025  
Email: mystory@pitt.edu 
Facebook:  MyPaTH  Story  Booth  
Twitter:     @ThePaTHNetwork   
 

The PaTH network is a collaboration between the University of Pittsburgh, 
UPMC, Penn State Hershey Milton S. Hershey Medical Center, Penn State 
College of Medicine, Temple University School of Medicine, Temple Health, 
Johns Hopkins University, Johns Hopkins Health System, University of Utah, 
and Geisinger Health System 

mailto:mystory@pitt.edu
mailto:mystory@pitt.edu
mailto:mystory@pitt.edu
http://www.pathnetwork.org
http://www.pathnetwork.org
http://www.pathnetwork.org
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