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Harvard IRB security levels:

Level 5 - Extremely sensitive information

Level 4 — Very sensitive information

Level 3 — Sensitive, or Confidential information

Level 2 - Benign information to be held confidentially
Level 1 - Non-confidential research information

HIPAA

Health Insurance Portability
and Accountability Act
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Secured access control

1. Authentication
Who are you?

2. Authorization
What are you allowed to do?
Level 0 : Authenticated BUT no access to data
Level 1: Aggregated data
Level 2 : patient level data
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Patient Centric Information Commons (PIC)

NIH Big Data to
Knowledge (BD2K)

LT amazon
webservices™

~<ilss—
HIPAA

Health Insurance Portability
and Accountability Act

RESTful API

Play with API: https://bd2k-picsure.hms.harvard.edu
Source code: https://github.com/hms-dbmi
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Simons Simplex Collection:

O

2,800+ quad
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phenotypic data

27 standardized questionnaires:
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- Background
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National Center The NIH/NCATS GRDR® Program
for Advancing Global Rare Diseases Patient Registry

: . Data Repository
Translational Sciences P y

¥ Marshfield Clinic

Research Foundation

Clinical Registry Investigating Bardet-Biedl Syndrome (CRIBBS)

CoRDS Registry

National Ataxia
Foundation

/"“ INTRACRANIAL HYPERTENSION

R RESEARCH FOUNDATION CONTACT

INTERNATIONAL WAGR
SYNDROME ASSOCIATION

% Pachyonychia Congenita Project

4@ CdLS Foundation

Cornelia de Lange Syndrome Foundation, Inc,

https://grdr.hms.harvard.edu




Rare disease registry Patients Variables
Clinical Registry Investigating Bardet-Biedl Syndrome 180 708
International Pachyonychia Congenita Research Registry 569 496
International Plastic Bronchitis registry 66 63
Intracranial Hypertension Registry 1,349 91
North American Malignant Hyperthermia Registry 2,122 154
Wolfram Syndrome International Registry 124 580
Coordination of Rare Diseases at Sanford Registry 2,091 40
including: including:| Additional variables:
National Ataxia Foundation 869 15
International WAGR syndrome association 52 379
Cornelia De Lange Syndrome Registry, 67 485
Total 6,501 2,132

https://grdr.hms.harvard.edu




CDC National Health and Nutrition Examination Survey
41k patients
2k patient level environmental variables
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About the Project About Us Blog and News Events Training Software Publications Contact Us

Creating an information
commons for biomedical data
centered on the patient.

PIC-SURE combines genetic, environmental, imaging,

behavioral, and clinical data on individual patients from
multiple sources into integrated sets.

learn more ©

WWW.pIC-sure.org

DEPARTMENT OF
Biomedical Informatics

@§ Boston Children's Hospital e HARVARD
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