
We are interested in your experiences living with or caring for someone with  

Erythropoietic Protoporphyria (EPP) or X-Linked Protoporphyria (XLP) 

Participants will be compensated £80  
 

TRINITY is conducting this research. We are a life science consulting firm located in Waltham, MA 
(https://trinitylifesciences.com/). Our goal is to understand people’s experiences with EPP/XLP.  

 
Your input will help focus education and research efforts to areas where they will have the greatest impact. 

 

 
What is the purpose of these interviews? 
We would like to learn from you and hear your story. 
 
Our goal is to better understand your experiences with EPP/XLP or caring for loved ones with EPP/XLP, 
including the your day-to-day life, how a diagnosis was made, and the role of different doctors involved in the 
care of you or your loved one.  
 
Your responses will directly help our client – a life sciences company – understand your experiences so that 
they are better able to support the EPP/XLP patient community. Please know that the life science company 
sponsor company will never see any of your personal information or data. 
 
 
How will these interviews be conducted? 
The interview will be conducted on the phone at a time convenient for you and will take approximately 60 
minutes. We are hoping to conduct interviews between 6/24/2021 and 7/9/2021. 
 
Your participation is confidential and anonymous. Your identity will remain confidential, and your responses 
will be collated in aggregate with other respondents when TRINITY reports it to the pharmaceutical company. 
The members of TRINTITY conducting the interviews are professionals with expertise in the healthcare field, and 
have experience working with patients and caregivers across several disease areas including rare diseases like 
EPP/XLP. 
 
 
How can you enroll to participate?  
If you are interested in taking part in this research project, please call the number below and provide 
the project number to the person who answers. You will be asked to answer a few questions to understand if 
this research opportunity is right for you. 
 
Number to Call: +44 (0) 207 487 9181 
Email: panan.skopovi@schlesingergroup.com 

Project Number to Provide: LON21P0295 
 
Thank you in advance for your time and consideration. We look forward to hearing from you! 
TRINITY, LLC 

https://trinitylifesciences.com/
http://www.trinitypartners.com/

