
• What is a PIN?
• Registration process

• Privacy/Security
• Opt in/or out of sharing in part or a whole
• Adding family members easily

• Profile page view
• Modules:  Add healthcare provider / medical records / send us an email
• ClinGen Data Sharing – why consent?

• Why Join?
• For your family

• View Data / Survey exports / Records gathered
• Hear about research relevant to the Hist1H1E community

• For the Hist1H1E community
• Infographic for Hist1H1E
• Sharing data with researchers to speed diagnosis, treatments and cures
• Create a valued community of families that are research ready

Hist1H1E PIN



https://connect.invitae.com/en/?org=hist1h1E



Account registration page

• Click JOIN on the homepage to 
register

• Complete initial information, which 
you can edit at any time

• Return to your email for verification

• Follow the email link to log in!



• Email verification link 
leads back to the log 
in screen, where your 
username and 
password are ready to 
use



Participant details page

• Complete the registration process

• Safely and securely enter information 
about the person with Hist1H1E

• Click submit to see your profile page!



Privacy and Security (see the FAQ page) 
https://connect.invitae.com/en/learn-more/frequently-asked-questions.html

Who will have access to my PIN information?
Your privacy is our priority. Only trained PIN managers will have access to your identifying information. You can set 
your sharing preferences for each survey that you complete. You can also change your sharing preferences at any 
time. All personal identifiers, such as your name or email address, are removed before your answers are shared. We 
built our systems to make sure your data is safeguarded.
In accordance with your contact preferences, your email address will only be used by Invitae for direct messages.
How will my identity be protected?
All personal identifiers, such as your name or email address, are removed before your information is shared unless 
you ask us to disclose your contact information.
Who owns the data?
You own your data. Patients opt in and choose to share their information, and they can just as easily opt out. We are 
grateful that so many PIN participants are willing to share their information to support research.
Who, besides me, can access the data?
With your permission, de-identified information is made available to the greater medical community, including non-
profit organizations, advocacy groups, doctors, research scientists, medical investigators, regulatory agencies, 
pharmaceutical, biotech, and biomedical companies.
Can I withdraw if I change my mind?
Yes. You can change your sharing preferences or ask to withdraw your information from the PIN in full at any time. 
De-identified information shared before you leave the PIN cannot be recalled.
Who should I contact if I have any questions?
Please contact us at connect@invitae.com if you have any questions.

mailto:connect@invitae.com


Your PROFILE page

See your PROFILE page to:

Take surveys about your family’s 
experience

Easily add additional affected 
family members without re-
registering

Search for or add your healthcare 
provider information

Access your account information

Send the PIN Coordinator a 
message



VIEW DATA tab in the main menu bar

• Offers an opportunity to see a 
generalized map of participants in the 
PIN (no locations are shared)

• Opportunity to see charts and graphs 
of where your survey answers sit 
among all the Hist1H1E families that 
answered the same question

• Filter your charts by diagnosis, by age, 
by gender etc. to dive deeper into the 
data



• Take the consent survey on your profile:

• Upload a pdf of genetic testing results:

• Your test results will be curated and contributed to 
ClinGen

• YOU choose to be updated if any new information is 
discovered about your specific results



https://pindirectory.invitae.com/infographic/infographic/d/3147-hist1h1e-
syndrome


