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RARE DISEASE STATS

350 Million+
People suffer from a rare 
disease globally 

7,000 
Types of rare diseases 

1 in 10 
People are affected by 
a rare disease

RARE DISEASES
Impact more people than 
cancer and AIDS combined

1 of 2
Patients diagnosed with 
a rare disease is a child 

3 of 10
Children with a rare 
disease won’y live to 
see their 5th birthday

8 in 10
Rare diseases are 
caused by a faulty 
gene

8 Years
Average time it takes 
for rare disease patients 
to receive an accurate 
diagnosis

1 in 2 
Rare diseases do not 
have a Foundation or 
Research Support 
Group

95%
Of rare disease lack an 
FDA approved 
treatment



95%
Of rare disease lack an 

FDA approved treatment
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OUR MODEL



THE KEY: VENTURE PHILANTHROPY

Philanthropy
Research 

Community Scientific

Advisory Board

Venture Deal 

Negotiation 

&

Funding

Project

Commercialization
EBRP

Return on investment directed 

back into more research funding 

until a cure is found



VENTURE PHILANTHROPY LIFE CYCLE- LOOK FAMILIAR?



120

Public equity

Private equity 

Milestone payments 

Guaranteed ROI

Projects funded
since 2011 

Deal structures used

20x
The amount of 
clinical trials (2-40)

EBRP IMPACT

Phase III clinical trials

8
Companies formed

1,200%
Increase in clinical 
trials

20
Countries funded 

51x
The amount of 
annual research 
funded

4

450%
Increase in annual 
revenue



EBRP IMPACT
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EBRP IMPACT



CLINICAL RESEARCH CONSORTIUM INFRASTRUCTURE







Clinical 

Research 

Consortium 

Industry
• Biotech/ 

Pharma

• FDA

• Tech

Patients & 

Families

Clinical Data

1.GeneDX Genetics

2.Existing Biobanks, 
Datasets, & Studies 

3.Community Cell 

Bank

Ecosystem Data

1.ClinicalTrials.gov
2.PubMed 

3.Hospital/ Clinic 

Network

Patient Reported 

Data

1.Longitudinal Surveys

2.Patient control of 

data sharing/ 
preferences

3.Connection to 

patients, researchers, 

clinicians



Registration 

& Consent

At Home 

Genomic 

Sequencing

(GeneDX)

Longitudinal 

Survey

(Patient 

Reported)

● PDF Genomic Report 

(Phase I)

● Genomic Counselor 

(Phase I)

● Raw Genomic Files 

(Phase II)

● Patient Reported 

Outcomes/Quality of Life 

(Phase I)

● Pharmacoeconomics (Phase I)

● Wound images (Phase II)

● EHR Integration (Phase II)

Patient/ 

Caregiver

Medical 

Center 

Connector

(Phase I)

Clinical 

Trial 

Connector

(Phase I)

Patient/ 

Caregiver 

Match

(Phase II)

Resource 

Library 

Connector

(Phase I)
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