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Founder, Hugo

Personal health information 

platform.

Social enterprise to empower 

people with their health-related 

data.
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Problem Statement

• The current knowledge 
generation enterprise is 
inadequate to keep up with the 
information needs of patients, 
clinicians, health systems, 
regulators, and others. 



The answer is unlikely to be more $$

US Funding for Medical Research 

by Source, 1994-2012

JAMA. 2015;313(2):174-189.



Clinical research dominates $$

Pharmaceutical Industry Medical Research Funding 

by Phase of Research, 2004-2011

JAMA. 2015;313(2):174-189.



Inefficiencies

Screening
Enrollment
Retention
Follow-up



The Result



Another Issue: Time



Precision Trial



Can we break through the constraints?



The Goal



Kingdom of Research



Kingdom of Research

• Subject: 
A person who is under the dominion or rule
of a sovereign.

• Often does not receive results.

• Often does not feel part of the team.

• Often does not receive thanks.



My own journey…



My own journey…



The Basic Idea…

• People as partners instead of 
subjects could unleash the 
means to achieve better, faster, 
cheaper… more impactful 
...knowledge generation.



Lessons Learned



Time is Right



Time is Right



Time is Right

Participants want not 
only to be invited to 
the table but also to 
design and host the 
meal with other 
stakeholders.



Time is Right

The power of the science 
of patient input lies in
the data, but two key 
challenges are locating
sources of relevant and 
robust patient data
and determining how 
best to apply them.



Time is Right

Patient engagement offers the 
promise of advancing more 
personal and efficacious 
medical products faster than 
the typical ~15-year 
discovery-to-market timeline.



Time is Right

The time is ripe for 
individuals to become active 
participants in clinical trials, 
to create a movement to build
the commons with such data, 
and to actively share them.



GetMyHealthData





Precision Medicine Initiative



Precision Medicine Initiative

Recommendation 5.10: 
PMI should support 
development and 
evaluation of tools that 
enable individuals to 
acquire, transmit, and 
continuously update 
their EHR data to the 
PMI cohort from 
multiple provider 
organizations.



Precision Medicine Initiative



CONSUMER-MEDIATED EXCHANGE
Consumer-mediated exchange provides patients with access to their health 
information, allowing them to manage their health care online in a similar 
fashion to how they might manage their finances through online banking. 
When in control of their own health information, patients can actively 
participate in their care coordination by:
Providing other providers with their health information
Identifying and correcting wrong or missing health information
Identifying and correcting incorrect billing information
Tracking and monitoring their own health
Learning more about the benefits of consumer-mediated exchange.



Sync for Science

• Develop methods to facilitate individually-
controlled clinical data donations to the 
PMI Cohort. 

• Accelerate and guide the national 
ecosystem for patient-mediated data 
access through APIs. 

https://www.healthit.gov/buzz-blog/health-innovation/nih-and-onc-launch-the-sync-for-science-pilot/



Time is Right

I believe that the most 
important requirement 
for the new knowledge 
network envisaged by 
the “Precision Medicine” 
report is that it be driven 
by patients.



Time is Right

For the benefits of digital 
medicine to be fully realized, 
we need not only to find a 
shared home for personal 
health data but also to give 
individuals the right to own 
them.



Time is Right

This is a unique moment where
we may be able to provide for
personal control and, at the 
same time, create a global 
knowledge medical resource.
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https://www.cancer.gov/research/key-initiatives/moonshot-cancer-initiative/blue-ribbon-panel/blue-ribbon-panel-report-2016.pdf

Moonshot



https://www.cancer.gov/research/key-initiatives/moonshot-cancer-initiative/blue-ribbon-panel/blue-ribbon-panel-report-2016.pdf

The enormous volume of data being 

generated by cancer researchers, clinicians 

and patients today requires a national 

infrastructure to share, combine and analyze 

those data in an easy-to-access format. 

Moonshot



https://www.cancer.gov/research/key-initiatives/moonshot-cancer-initiative/blue-ribbon-panel/blue-ribbon-panel-report-2016.pdf

Central tenet of National Cancer Data Ecosystem 

is enabling the public, including all cancer patients 

and others, to directly contribute their data, or to 

request a healthcare provider do so on their 

behalf, for scientific research. 

Moonshot







Time is Right

Patients were invited to use portals at all
their providers’ practices (a solution that caused a 
condition sometimes called “hyperportalosis”).



http://www.epatientdave.com/2016/11/07/dear-john-i-want-to-download-my-records/





Impediment…

Business models that depend 
on data as proprietary assets.



My Commitment

• I am committed to tilting the 
balance of power in health care 



My Commitment

• I am committed to tilting the 
balance of power in health care 
– and it starts with giving 
people the ability to obtain and 
share their health-related data 
– to do it easily, automatically 
and securely.



Solution

• Solution must protect 
privacy and security while 
enabling each person’s 
access to his or her health-
related data and proving 
opportunities to leverage it.



Approach

•People first

•Mobile first

•Excellence in UI/UX

•Stringent privacy policies and security

•Minimize dependence on data holders



How Might It Work?

4
7

Study consent and 

requirements developed

Study listed 

on platform

People enroll and donate 

their data

Synchronized with 

providers( S4S/S4H)

Research Complete

Study results 

returned to people

Patient-Centric Research



In the preamble to the original Privacy Rule in 2000, 
HHS cited a “well-established principle” that an 
individual (or designated personal representative) 
should have “access rights to the data and 
information in his or her health record”

U.S. Dep’t of Health & Human Servs., Off. of Sec’y, Off. of Ass’t Sec’y for Planning & Eval., 
Standards for Privacy of Individually Identifiable Health Information: Final Rule, 65 Fed. 
Reg.82462, 82606 (Dec 28,2000) (to be codified at 45 C.F.R. pts. 160, 164) (Dec. 28, 2000).

From Barbara Evans… Barbarians at the Gate: Consumer-Driven Health Data Commons and 
the Transformation of Citizen Science

The Lever: Patient Rights



https://www.healthit.gov/sites/default/files/2016_report_to_congress_on_healthit_progress.pdf

Patient Access Rights Under HIPAA

Accessing and obtaining copies of one’s 

health information for one’s own purpose 

is a right, not a privilege which is 

fundamental to your ability to participate 

in our health care system.

The Lever: Patient Rights



https://www.healthit.gov/sites/default/files/2016_report_to_congress_on_healthit_progress.pdf

Patient Access Rights Under HIPAA

The right extends to a broad array of 

information (i.e. lab results, images, 

prescriptions, notes), as well as to data 

holders (i.e. doctors, hospitals, health plans 

and providers)

The Lever: Patient Rights



https://www.healthit.gov/sites/default/files/2016_report_to_congress_on_healthit_progress.pdf

Patient Access Rights Under HIPAA

…get either a paper or, if records are kept 

electronically, an electronic copy of your 

records; Per page charges do not apply 

when the individual is requesting a copy 

of information maintained electronically.

The Lever: Patient Rights



Technical Advances

• FHIR (Fast Healthcare Interoperability Resources)

– Data Standard (from HL7 group)

• Oath 2.0

– Security authorization standard

– Helps delegate permissions around tasks

5



After all, good notes can accurately 
pull together the patients’ stories, 
assessing their bodies, their minds, 
and a variety of intermingling needs. 
The Institute of Medicine agreed, 
urging society to see the note as a 
living, interactive document shared 
between patients and providers.

https://www.statnews.com/2016/08/19/hipaa-medical-records-patients-doctors/

Open Notes



Testing Assumptions

Collect. Organize. Share.



Time is Right

Ideally, PRO collection would be enabled for patients 
on their own smart devices in flexible user-configurable 
formats, perhaps through text messages, automated 
telephone systems, or downloadable apps. 



Engage.

A new way to communicate.

Hugo provides a method for delivering customized surveys directly to 

users’ mobile devices. This new channel of communication can collect 

valuable patient reported outcome data.

Self-Reported Data



Time is now…





Replace expensive, slow, brute force approach…

Re-Architect Clinical Research



People-Powered Data Partnership

People become stewards of their own data by using tools

that enable easy and secure acquisition and organization of 

their health information — including medical records, and 

data they may generate from surveys or connected devices -

so that they may become active partners in pursuit of better 

health for themselves – and for those that follow them. 

Re-Architect Clinical Research
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