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Workshop Goals 

• Describe existing Personal Health Record 
(PHR) and Patient Portal models and their 
impact on Clinical Care, Quality Management 
and Data Reporting 

• Alert Grantees to opportunities to engage 
with local and regional efforts underway to 
promote consumer access, data sharing, and 
quality reporting 

• Promote awareness and adoption of HIT tools 
intended to foster data quality management 



Learning Objectives 

Workshop participants will learn…. 

 the potential benefits of developing consumer access to their 
medical records, specifically with regard to improved clinical 
care, data quality management, and data reporting. 

 about existing EHR consumer access resources, including local 
Regional Health Information Organization (RHIO) activities 
designed to foster data sharing, consumer access, and public 
health reporting. 

 become knowledgeable about HIT tools and Federal HIT policy 
initiatives designed to foster interagency information sharing, 
improve data quality, and consumer involvement via HIT. 

 



An early ‘call to arms’ to provide consumer 
access to their EHRs…. 

AMIA‟s 2005 PHR „white 

paper‟‟  
 

۰ Not static repositories for 

patient data 

 

۰ Should  help patients become 

active participants in their care 

 

۰ Integrate into  EHR systems 

(no mention of HIE) 



A more recent ‘call to arms’ to provide 
consumer access to their EHRs…. 

۰ PLWH will adopt PHR use at 

rates equal to more affluent  

and health literate populations 

 

 ۰ PLWH and other safety net 

populations  may  uniquely  

benefit from access to „siloed‟ 

information 

 

۰ Security and privacy 

concerns by PLWH regarding  

HIE can be  successfully met 

through design and 

implimentation  steps 



Personal Health Records (PHRs) 
and Patient Portals 

• A long history of 
conceptial support but 
little activity 

• Multiple ‘roadblocks’ 

• Impact of HIEs 

• Research Community 
and Governmental 
Support 

• Some notable examples 



Historic Impediments to PHRs and 
Patient Portals 

• Data entry vs HIE 

• Technology 

– Interoperability 

– Adoption of standards 

• Provider Community 

– Data embargo 

• Business Interests 

• PHR Adoption 

• Consumer Health and IT 
Literacy 

 



Consumer Adoption of PHRs and Patient 
Portals 

 Has been quite variable, but 
examples of excellent adoption 
exist  
1.KP’s My Health Manager 
2.SF DOH My HERO 
3.NYPS My Health Profile 

 
Facillitating factors 
• Minimized data entry by 
consumer 
•Use and usability testing 
•Coaching 



Empowering consumers via patient portals; the 
necessity of robust HIE 



Site of HIV Specialty/Primary Care 
HIE, or ‘tethering’, is an essential component 
of any  truly successful PHR or Patient Portal 



Some PHR /Patient Portal Examples 

• ‘enterprise’ Electronic Health Record 
PHR/patient portals 

• ‘system’ PHR/patient portals 

– Kaiser Permanente, NYPS SelectHealth 

• IT Industry attempts 

– Google Health, HealthVault 

• State Health Information Networks 

– SHIN-NY 



IT Industry attempts: Size does not guarantee 

success! 



System  complexity  is a significant barrier 

to patients and providers alike… 



A very different approach… standards based, 
carefully evaluated, targeted to safety net  



A Continuity of Care Document (CCD) – 

a first generation PHR 



Impediments to PHR and Patient 
Portal Adoption 

• Data entry vs HIE 

• Technology 

– Interoperability 

– Adoption of standards 

• Provider Community 

– Data embargo 

• Business Interests 

• PHR Adoption 

• Consumer Health and IT 
Literacy 

 



    Demo 1 



My Health Profile (NYCLIX) A ‘second’ generation PHR, now tethered 

to a RHIO  





Why was eCOMPAS chosen to 

redesign the portal? 



Background: 

 

eCOMPAS & Bergen-Passaic as 

Pioneer in  

Web-Based Consumer Access 

For 10 years 

 



 

 

 



Comparison of Number of Observations 
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We were expecting response rates to drop in moving from paper-based to web-

based surveys. Instead going web-based produced a surprising increase in response 

rates for a primarily urban, disadvantaged population, making internet access 

barriers a myth. 





 

 

 

 

 

 

Successful replication of consumer platform in  

 

California,  

 

Minnesota, and 

  

North Carolina 



    Demo 2 
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Results/Myths dispelled 

1. Clients do not have access to the internet/computers 
 

 Nearly 400 clients completed the survey… 180% more 
 than our goal!!!! 
 

2. Older clients do not understand how to use computers 
 

 68.7% of those completing the survey were 40 and older.  
 36.7% were 50 and older.  The oldest was over 80. 
 

3. Clients have low literacy rates and will not be able to read/take 
an online survey without someone to assist them – where is the 
savings in staff time? 
 

 System read aloud to the clients.  Limited need for 
 assistance.  Savings in staff time ABUNDANT!   

 



Results/Myths dispelled 
4. Any online system will still need to be bi-lingual and 

 interpret Spanish language results. 
 

 The questions and answers appear and are read in both 
 Spanish and English languages. 

 
5.  Clients will not trust the program 

 
 No reported client fears.  More than 450 have completed 
 the survey to date. 
 

 
6. Installing computer software is going to be a problem. 

 
 Web-based system.  Nothing to install. 

 
 



132,000 pages of paper saved 

and counting… 

 Thanks! 

Thanks! 



Projected 1,000 Hours of Staff Time Saved 
 

making field workers‟ feet happier too! 

 

 



MHSPC Cost Savings Analysis 

 

Cost: 

 2003 (paper) = $48,980 ($202.40 per completed survey) 

 2012 (web)    = $38,162 ($67.00 per completed survey and dropping) 
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Significant Cost Savings 

(300%!) 

 Using eCOMPAS 



    Demo 3 



A Low Health Literacy PHR/Patient Portal 
 



 PHR/Patient Portal impact on Clinical Care, 
Quality Management and Data Reporting 

  ‘bi-directional’ data flow , i.e. 
consumer interacts with data 

 
  Didactic functionality, such as an 
InfoButton directing to  NLM 

 
  Consumer ‘editing’ of information  
in the EHR 

 
  Targeted  Health Messaging,  
Surveys, novel care engagement  
strategies  



National and Regional Efforts to Promote 
Consumer Access to their EHR 

 The ONC ‘Pledge’ 

“To empower consumers to be partners in their 

health through information technology”.  

 

    • Access: Give consumers easier access to their    

personal health information. Make “real” what is already 

required by law. 

    • Action: Support the development of tools and 

services that help consumers to take action using their 

electronic health information. 

    • Attitude: Support the evolution in expectations 

regarding access to and use of health information to 

engage more fully in health. 



National and Regional Efforts to Promote 
Consumer Access to their EHR 

 The National Health Information Network (NHIN) 
framework and specifications  



National and Regional Efforts to Promote 
Consumer Access to their EHR 

The National Health Information 
Network (NHIN)  

New York State RHIOs 



HIT Tools Available to Foster Data Quality 
Management 

d 

ONC Health IT Dashboard:  dashboard.healthit.gov 

 
State IT Adoption and Use 

Regional Extension Center Program 

Health IT Workforce Training 

Meaningful Use 

Datasets & Documentation 

HRSA Health IT Adoption Toolkit:   
http://www.hrsa.gov/healthit/toolbox/HealthITAdoptiontoolbox/ 



http://sqworl.com/d7wlho 



Important Themes 

 PLWH, and other safety-net populations, uniquely 

benefit from direct access to their personal health 

information as associated barriers regarding access to 

care, housing instability, and an often revolving door of 

healthcare providers, fragment their healthcare delivery 

system. 

 

 PHRs tethered to HIEs, are the ideal mechanism to 

ensure that essential health information, or „actionable 

information‟, is available at the right time and right place  

for clinical care and data quality managemen.t 



A heartfelt thanks….. 

Especially, 
Adan Cajina 
Chief, Demonstration and 
Evaluation Branch 



The subliminal message…. 


