
 

 

 
 
 
Patient & Caregiver Advisory Meeting Application 
TYPE OF OPPORTUNITY:  Patient & Caregiver Advisory Meeting Member 

TIME COMMITMENT:  One 2-hour meeting via Zoom on one of the following dates: 
► Monday, March 4 from 12:00 - 2:00pm ET 
► Wednesday, March 6 from 12:00 - 2:00pm ET 
► Friday, March 8 from 12:00 - 2:00pm ET 

HONORARIA AND EXPENSES: $150 per hour ($300 total) 

 
Opportunity Summary 
IntraBio is developing the novel drug N-acetyl-L-leucine (IB1001) for Niemann-Pick disease Type C (NPC). 
The New Drug Application (NDA) has been submitted to the US Food & Drug Administration (FDA). 

The insights of parents, caregivers, and patients have been invaluable throughout the IB1001 development 
program. As we progress towards potential approval and commercialization, we deeply value the insights of 
parents, caregivers, and patients. 

IntraBio is establishing a Patient & Caregiver Advisory Meeting specifically for parents and caregivers of 
living NPC patients aged 4 years or older or adult patients affected by NPC. Your valuable feedback will 
guide us through this pivotal stage, ensuring that patient and family perspectives remain central as we 
prepare for potential approval and commercialization. 

You will be asked to participate in a single two-hour virtual meeting, bringing your NPC experience and 
ensuring that the patient voice and experience remains central to our planning.  

Time Commitment:  One 2-hour meeting via Zoom (potential for additional meetings) 

Paid Expenses:  $150 per hour for attendance and participation in the IntraBio Patient Advisory meeting 
($300 honorarium for 2 hour meeting) 

 

Who is eligible? 
► NPC patients age 18 and older  

► Parents of living NPC patients age 4 years and older 

► Spouses of NPC patients 

► U.S. residents only 

► Eligible participants may have previous or current experience on an experimental therapy for NPC. 
Previous clinical trial or expanded access program participation, or a research background is not a 
requirement. 



 

If selected to participate, you will be required to…  
► Attend and take an active part in one IntraBio Patient & Caregiver Advisory Meeting on your agreed 

upon date for the entirety of the session. 

► Log in to the meeting on a computer with a working camera and microphone, without background 
interference.  Please do not log in on a mobile device. 

► Provide a brief written background on your family experience with NPC including any participation in 
clinical trials or compassionate use programs in advance of the meeting. 

► Share your unique NPC perspective to provide guidance on the patient and family experience. 

► Provide critical and constructive feedback to guide IntraBio as we prepare for commercialization. 

 

How to apply…   
► Submit an application at t.ly/IntraBioPatientCaregiverAdvisoryMeetingApp 

► Application deadline is February 15, 2024  

► NNPDF will contact you in the week beginning February 19th with confirmation of involvement  

The meetings will take place via Zoom and will be held from 12:00 - 2:00 pm Eastern on one of the following 
dates: March 4th, March 6th, or March 8th. 

 

Additional Background Information 
This Patient & Caregiver Advisory Meeting aims to ensure that patient and caregiver perspectives continue 
to shape our efforts post New Drug Application submission to the FDA. Your involvement will be 
instrumental in guiding us towards potential approval and commercialization, ensuring that our treatments 
address the real needs of the Niemann-Pick Disease type C community. 

 

 
CLICK HERE TO APPLY  

https://t.ly/IntraBioPatientCaregiverAdvisoryMeetingApp
http://events.r20.constantcontact.com/register/event?oeidk=a07ek7hji9x2d133621&llr=ihquxoyab
http://events.constantcontact.com/register/event?llr=ihquxoyab&oeidk=a07ek7hji9x2d133621

