
 

Are you the parent or caregiver of a 

child with Prader- Willi Syndrome? 

If you are 18 or older and are the parent or caregiver of a child with 

Prader-Willi Syndrome, you may be eligible to participate in a 

research study. 

Needs Assessment of Parents and 
Caregivers of Children with 
Prader- Willi Syndrome. 
 

The purpose of this study is to measure interest in 
telemedicine as a way of increasing access to Prader-
Willi Syndrome specialists. This project aims to better 
understand the demographic makeup of the Prader-
Willi parent/caregiver population, to measure stress 
associated with traveling for healthcare and to measure 
the wellbeing of children with Prader-Willi Syndrome. 
 
 
You will receive a secure link to the survey and will be 
asked to answer questions about your demographics, 
your child’s medical history and wellbeing, and any 
stress that you may feel due to traveling to receive 
treatment for your child’s Prader-Willi Syndrome. 
 
 

Location 
• The survey will be online. You will be able to 

complete the survey from a computer or a 
mobile device 

 

Are you eligible? 
• Age 18 or older 

• Parent or caregiver of a child with Prader-Willi 

Syndromein treatment  
 

Click here to access the survey! 
 
 

 

If you’re unsure if you meet 
the requirements or have 

trouble accessing the 
survey link, call or email a 
member of the study team: 

Jennifer Miller, MD 
Primary Investigator 

Email: millejl@peds.ufl.edu  
Phone: 352-334-1390 

https://redcap.ctsi.ufl.edu/redcap/surveys/?s=7HTE7LYHEY
mailto:millejl@peds.ufl.edu

