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Key concepts that will be discussed 

• Personal Health Record (PHR) 
• Health Information Exchange (HIE) 
• Interoperability 

– the ability of a system or a product to work with 
other systems or products without special effort 
on the part of the customer 

• Standards 
– In healthcare information technology (HIT), 

standards provide a common language and set of 
expectations that enable interoperability between 
systems and/or devices 



What is a Personal Health Record? 
• An electronic application used by patients to 

maintain and manage their health information 
in a private, secure, and confidential 
environment 

• Properly designed and implemented PHRs 
can help patients manage their health 
information and become full partners in their 
quest for good health 



What are some important PHR 
characteristics? 

• Standalone Personal Health Records 
– Patients fill in information 
– Stored on their own computers or devices 

• Tethered/Connected Personal Health Records 
– PHR linked to and EHR or health plan 
– PHR linked to a HIE 



There are many 
different PHR or 
Patient Portal models 
to choose from! 



An ideal PHR, tethered to a robust HIE, can truly help 
patients become ‘full partners’ in their quest for good 
health 



Data 

Realizing a functional HIE is a 
complex process 



But a good roadmap helps, and the goals 
are attainable 

Goals 
• 2015-2017: Send, receive, find and 
use priority data domains to 
improve health care quality and 
outcomes. 
• 2018-2020: Expand data sources 
and users in the interoperable 
health IT ecosystem to improve 
health and lower costs. 
• 2021-2024: Achieve nationwide 
interoperability to enable a 
learning health system, with the 
person at the center of a system that 
can continuously improve care, public 
health, and science through 
real-time data access. 

https://www.healthit.gov/sites/default/files/hie-interoperability/nationwide-interoperability-roadmap-final-version-1.0.pdf 
 

https://www.healthit.gov/sites/default/files/hie-interoperability/nationwide-interoperability-roadmap-final-version-1.0.pdf


The broad steps…and a framework to assess 
progress and iteratively course correct 
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What ‘Near-Term’ success might 
look like 
 An increase in the number of office-
based physicians, hospitals and 
behavioral health, long-term care 
and post-acute care providers that: 
• Send, receive, find and use 

electronic health information; 
• Have electronic health 

information available from 
outside sources and make 
electronic health information 
available to outside sources; and 

• Use electronic health information 
to inform decision-making. 



Direct Project 
and other Information Exchange 

Nationwide Health 
Information Network 

 Exchange 

Nearby 
HIE 

EMR to 
EMR (HIE) 

Direct Project 

 
The Direct Project doesn’t replace 

other ways information is 
exchanged  electronically today, but 
it might augment them. 

 
The Direct Project supports simple use 

cases in order to speed adoption, 
but other methods of exchange 
might be suited for other scenarios. 

 
The Direct Project was designed to 

coexist gracefully with existing 
protocols for data exchange. 

The Direct Project seeks to replace 
slow, inconvenient, and expensive 
methods of exchange (like paper, 
fax, or carrier pigeon) and provide a 
future path to advanced 
interoperability. 

Health information exchange: 
a puzzle with many pieces 





http://dashboard.healthit.gov/quickstats/pages/FIG-Hospital-
Adoption-of-Patient-Engagement-Functionalities.php 

Meaningful Use certainly seems to be 
effectively driving change 
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But considerable variability exists in how 
various states oversee HIE 

http://www.healthinfolaw.org/  

http://www.healthinfolaw.org/


The Ultimate Goal: A ‘Learning Health 
Care System’ 

• Data created and collected automatically during 
routine health care and care coordination 

• Information gathered and is transformed, in real-time, 
into computable data and knowledge that is shared 
across the learning health system 

• Emphasizes person-centered planning as an essential 
tool for person-centered health, individual-provider 
partnerships, and coordinating care, particularly for 
individuals with chronic conditions and multiple co-
morbidities. 

 IOM Committee on the Learning Health Care System in America, 2012 Report 



A few important PHR and HIE 
considerations  

 • What type of PHR and 
HIE would work best for 
your program and your 
consumers? 

• What type of PHR and 
HIE might be available to 
your program? 

• What model of PHR and 
HIE will offer the best 
– Care and care coordination 
– Value 
– Public health benefit 

JR Vest, BA Kash. The Milbank Quarterly 94 (1), 77-108 



A trip back in time to the ‘early’ PHR 
and HIE days (2007) 



Site of HIV Specialty/Pr im ary Care 



 
 
  
• CCD Identifying Information 
• Patient’s Health Status 

• Diagnoses 
• Medications 
• Laboratory results 
• Procedures/Imaging 
• Allergies/adverse reactions 
• Social history/Family history 

• Advanced Directives/Life 
Documents 
• Care Documentation 
• Practitioners HRSA Special Projects of National Significance  

Information Technology Networks of Care 
Initiative (2007-2011) 

• a member Continuity of 
Care Document (CCD) for 
people living with HIV 

• a ‘snapshot’ of critical 
clinical and care coordination 
information 

• a standards based 
approach to HIE and access 

 

 My Health Profile 

Core Elements of a CCD include: 

NewYork-Presbyterian System 

SelectHealth 
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My Health Profile pre-populated clinical and care coordination data   in 
a  Continuity of Care Docum ent (CCD) via  an ear ly health inform ation 
exchange (HIE) 

Mt. Sinai  

St. Lukes Roosevelt 

NYS Pharmacy Claims Data 

New York Presbyterian 

Brooklyn Hospital 

NYU Medical Center 

Visiting Nurse 
Service 

Encounter Claims 

SelectHealth/ 
OnFile 
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M em ber  Im plem entation 

NewYork-Presbyterian System 

SelectHealth 



Care Site Im plem entation 

NewYork-Presbyterian System 

SelectHealth 



Implementation challenges lead to new opportunities 
and pitfalls, but are also catalysts for important 
insights! 



My Health 
Profile 1.0 

My Health Profile 
Plus (1.5 or 0.5?) 

My Health Profile 2.0 
 • low health literacy 

• mobile technology 
• HIE adapted 
• interoperable standards 
• open source  

A one-year SPNS supplement funded 
PHR enhancements and a partnership 
between Columbia DBMI, NYP, and RDE 
Systems  



New York State Patient Portal Design 
Challenge 



Jesse Thomas 
RDE Systems, LLC 
 

Dr. Peter Gordon, MD 
NewYork-Presbyterian / Columbia 
University Medical Center 
 

M yHealthProfile 

Your Health. Simplified. 



M yHealthProfile is ...  

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 

… your connection to 

your medical record 

…an efficient and 

intuitive design, with 

your health in mind. 



With M yHealthProfile... 

…you can securely access your 

health information on-the-go 

…on any device, anytime, 
anywhere. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Health Dashboard. Take control of your health with 
My Health Dashboard.  

Highly Customizable 

Set your own goals 

©  2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Health Dashboard. 

Visually review your key lab 
values over time. 

See how well you’re doing 
at-a-glance. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Alerts  &  Rem inders. 

Never miss an appointment 
again, with the easy to use 
To-Do list. 

Alerts help you better 
manage  your health. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Access Shar ing. 

Share your health 
information with your loved 
ones. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All 
rights reserved. 

Em ergency Cards. 

With MyHealthProfile, you 

can easily create and print 

temporary emergency cards 

so that your information 

can be accessed when you 

need it the most. 



Care Inform ation. 

All of your critical medical 
history is just one click away. 

The comprehensive 
summary is designed to 
help you understand your 
medical information 
without feeling 
overwhelmed. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Info B utton. 

Medical terms and concepts can be confusing… 

…so MyHealthProfile gives you access to 

millions of definitions, anytime. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Pr ivacy Protection. 

You can grant or revoke access 
to your information, anytime. 

Share your information with a 
care provider of your choosing. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Pr ivacy Protection. 

…that’s why MyHealthProfile keeps a detailed log of who viewed your 

information, so you can put your mind at ease. 

We take your privacy very seriously… 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Download m y Data . 

MyHealthProfile supports the federal Blue 
Button initiative and lets you print and 
download your information 

…so you can keep a record of it, hold it in 

your hands, or share with your care 

provider. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Secure M essaging. 

You can actively participate in your care by directly communicating 

with your care team. 

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 



Custom  Annotations. 

Get involved by adding your own 

comments to your Care Information. 

Your doctor will be notified immediately 

and can follow up. 

Questions or Comments? 
DesignChallenge@rdesystems.com  

© 2013 M y H e a lt h Pr of i le . RDE Systems LLC. All rights reserved. 

mailto:DesignChallenge@rdesystems.com




Boundaries of IT in the current environment 
(the reality check) 

 
 
 

 
 
• The NYS patient portal did not go live in Jan, 

2014 
• It did not go live in Jan 2015, or Jan 2016 
• It is now slated for early 2017… 



Strategy for successful PHR 
implementation 

• Right partners 
• Careful process  
• Appropriate model (tethered) 
• Proven technology 
• Consumer Value Based Design 

– Use and usability 
– Security and privacy 
– Health literacy  
– Identify key drivers of adoption 



 
Public and private stakeholders will need to do more than just 
address our policies and technical approaches to achieve real, 
meaningful, seamless interoperability – we will need to 
change our culture. We will all need to commit to actions that 
will define how we work together on behalf of the American 
public to empower them to improve their health. We are 
committed to helping consumers easily and securely access 
their electronic health information when and where they need it 
most; to enabling individual health information to be 
shared with other providers and refrain from information 
blocking; and to implementing federally recognized, 
national interoperability standards and policies so that we 
are no longer competing between standards, but rather 
innovating on a set of core standards.  

Karen B. DeSalvo, MD, National Coordinator for Health Information Technology 
2014-2016 

Summing up the journey that must occur 
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