
Rare Patient Network Partnership Levels

Partnership
Types Community Partner Strategic Partner

Who qualifies Every organization serving patients who meet
the eligibility criteria: patient have at least one
seizure before age of 18 and/or has
developmental delays.

➔ The organization is an established Community Partner
● Referred Ciitizen to other PAGs/Advocates
● Added logo and Rare Patient Network description on

their website
● Actively recruited patients - social media, 1:1, webinar

etc. Copies of recruitment efforts will be required
➔ The organization has successfully recruited 25% of the

group’s US patient population
➔ The organization is able to cover the cost of data extraction

and delivery or has a  study sponsor
➔ The organization has identified a Principal Investigator (PI)

for their data analysis and is able to submit an IRB
approved protocol with Category 8 exemption.

Requirements ➔ Allow Invitae to add your organization
name and logo to the RPN landing page

➔ Promote the RPN and recruit patients
using your unique link via social media,
newsletter, website or other channels

➔ Allow Invitae to add your organization name and logo to the
RPN landing page

➔ Promote the RPN and recruit patients using your unique
link via social media, newsletter, website or other channels

➔ Sign a partnership agreement
➔ Introduce us to your pharma partners

Benefits ➔ Receive $100 for each patient referred
through the organization’s unique link
when patient-consented data is shared
with biopharma to advance scientific
research

➔ Receive the following reports quarterly:
● Number of patients referred and their

status
● Number of patients enrolled in the RPN

broken down by gene
➔ Your patients will get access to the

medical records we collect on their behalf.
Extracted clinical data will be available if
they are participating in an active research
study

➔ Stepping stone to become a Strategic
Partner at no risk

➔ Obtain best in class, research-ready natural history
datasets that is extracted from patient medical records,
normalized and organized

➔ Natural history dataset will be delivered on a confirmed
date and can then be shared externally to the organization,
academic researchers and/or pharma partners that have
submitted the Category 8 IRB protocol and signed the
research agreement

➔ Specific gene(s) added to onboarding drop-down list on the
Ciitizen platform

➔ Invitae will contact registered patients for additional
consents (advocacy or other partners)

➔ Access to recruitment dashboard - includes consented
patients’ contact information and account status

➔ Access to the Invitae Explorer data platform: Ciitizen data
and Genetic Testing data

➔ Advocacy information added to the Positive Report Guide
sent to patients newly diagnosed through Invitae

➔ Invitae will send an email to Invitae tested patients
including your organization’s welcome letter

➔ Option to schedule a community specific webinar with
Invitae

➔ Receive ten percent (10%) of Net Sales for each patient
referred through the organization’s unique link when
patient-consented data is shared with biopharma to
advance scientific research

➔ $1,500 annual conference sponsorship


