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Welcome and Introductions 

Susan Hull, MSN, RN 

 Member, FACA HHS/ONC Consumer Technology Standards 

Workgroup 

 Member, NeHC Consumer eHealth Advisory Council 

 Co-Chair, Alliance for Nursing Informatics Consumer eHealth 

Engagement Task Force 

 Mentor, Emerging Leader, Alliance for Nursing Informatics 

 CEO, WellSpring Consulting 



Today’s Objectives 

1. Describe three strategies and related initiative for 
advancing consumer e-health:  Access, Action, Attitudes 

2. Identify current progress with the Blue Button movement 
and Meaningful Use Stage 2 requirements for View, 
Download and Transmit (VTE)  

3. Describe 2 programs by national nursing organizations to 
engage nurses in consumer e-health.  

4. Join discussion about Nurse Executive and Informatics roles 
(personal health, advocacy and leadership) in the rapidly 
changing landscape for Consumer eHealth 

 

 



Engaged Consumers & Pervasive Technologies 
Shifting the culture, place and cost of care 

• View, Download and 
Transmit (VDT) health 
data 

• Blue Button  
• Secure 

communications 

Consumers 
Mediating 
Exchange 

• Patient Generated 
Health Data 

• Preference sensitive 
care 

• Shared Care 
Planning 

Shared Decision 
Making •Personal health apps 

• Sensor/device/hom
e data 

• F2F and virtual care 

• Personalized 
medicine 

Co-Producing Care 

The call to leadership for Nursing Executives and Informatics has never been greater! 



Voices of Patients gaining strength 
“The e-Patient is here!” 

Breast Cancer Journey: Revealing the Importance of EHRs 

“Patients share responsibility 

for their own health care.” 

AMA Code of Medical Ethics 

“Patients can help. We can 

be a second set of eyes on 

our medical record.” 
Dave DeBronkart (ePatient Dave 



Consumers re-designing the “Patient” Health Record 

Challenging designers 

across the country to 

reimagine the patient 

health record.  

 

Over 230 responded 

 
http://healthdesignchallenge.com/ 

 



Super Convergence – Connected Health 
9  

Coordinated 
Care 

2.0 

Consumerism 

Care 
Model - 
Payment 
Reform 

Mobility Sensors 

Big Data 

Connectivity 

 “More cell phones than toothbrushes” 

 13,000 health and wellness apps 

 Explosion in-body and on-body 

health sensors, 

neighborhood/environmental  

 Interoperability is growing concern 

 Health technology is attracting 

consumer players like P&G and Pepsi 

 The Health IT world is expanding with 

new players, many new to healthcare 

 Large datasets and sophisticated 

analytics  

 

 

 

 

THE POST-EHR MARKET 



Patients and Providers 
Making Sense of Sensors for F2F + Virtual Care 



Digital Health, Genomics, Personalized Medicine 

The Creative Destruction of Medicine: How the 
Digital Revolution Will Create Better Health 
Care 

 To what extent are consumers empowered? 

 Wireless sensors 

 Sequencing the genome 

 From imaging to printing organs 

 The convergence of human data capture 

 The impact of HOMO DIGITUS 

 Rebooting the Life Science industry 

 Rethinking where and how care is delivered 

 n=1, n=many 



Providers recognizing need for culture shifts 



Nearly 100% of healthcare leaders on board 

Role of Consumer Engagement for Healthcare 

Transformation 

 96% STRONGLY agree 

Importance of Consumer Engagement to my 

organization 

 86% rank VERY IMPORTANT, highest ranking 

Current solutions offered 

 82% consumer education and support 

 63% data access, transmission and analysis 

 61% care management and coordination 

 50% eHealth management 

See more at: http://www.nationalehealth.org/blog/nearly-100-agreement-engaging-consumers-critical#sthash.yxNpGn7I.dpuf 



ONC’s National Action Plan  
3 A’s to Approach Consumer Engagement 

Ricciardi L, Mostashari F, Murphy J, Daniel J, Siminerio E.  

A National Action Plan to Support Consumer Engagement 

via eHealth. Health Affairs. February, 2013, 32(2), 376-

384. 

 



Access, Action and Attitudes 
Preparing for Shared Decision Making & Pop Health 

Supports Patient Engagement and Access to Data 

Effective Oct 2013 (for hospitals), Jan 2014 (for EP), 

MU requires providers to use secure email with patients 

and to provide patients with a way to View, Download 

and Transmit their health information to a third party. 



Access:  HIPAA Clarifies Consumer Rights 

 Leon Rodriquez, Director Office of Civil 

 January 25, 2013 final Ombibus Rules sets 30 

days (down from 60) for providers to provide 

patients with access to their records, but 

"encourages" providers to take advantage of 

their technologies and provide them sooner, 

considering that the Meaningful Use program 

contemplates much faster access than 30 days. 

 “When a patient’s information is stored 

electronically, patients have the right to obtain 

an electronic copy and to have that copy sent at 

their request to another person or entity, like a 

doctor, a caregiver, a personal health record or 

mobile health app.” 

 https://www.federalregister.gov/articles/2013/01/25/2013-

01073/modifications-to-the-hipaa-privacy-security-enforcement-and-

breach-notification-rules-under-the 

 



Access:  CLIA clarifies direct access of lab results 

 Clinical Laboratory Improvement Amendment, a CMS-CDC-
OCR rule amends the 1988 CLIA regulations 

 Access of completed lab tests directly to consumers upon 
request   

 Using the laboratory's authentication process, results can be 
identified as belonging to that patient 

 Provide for release of test reports to authorized persons and, 
if applicable, the individuals (or their personal representative) 
responsible for using the test reports and, in the case of 
reference laboratories, the laboratory that initially requested 
the test.  

 Amends the HIPAA of 1996 Privacy Rule to provide individuals the right to receive their test reports directly from laboratories by 
removing the exceptions for CLIA-certified laboratories and CLIA-exempt laboratories from the provision that provides individuals with 
the right of access to their protected health information. 

 https://www.federalregister.gov/regulations/0938-AQ38/clia-programs-and-hipaa-privacy-rule-patients-access-to-test-reports-cms-
2319-f- 

 



Access: Encourage Patient & Family Resources  



Attitude:  Watch & Share Videos 

http://www.healthit.gov/patients-families/consumer-toolkit 



Action:  Meaningful Use Stage 2 
Interoperability and Consumer eHealth focus 

 E-Prescribing 

 Transitions of Care Summary Exchange 

 Create and transmit from EHR 

 Receive and incorporate into EHR 

 Lab test and results from inpatient to outpatient 

 Public health reporting and transmission to: 

 Immunization registries 

 Public Health Agencies for syndromic surveillance 

 Public Health Agencies for reportable lab results 

 Cancer registries 

 Secure Messaging 

 Patient View, Download and Transmit to 3rd Party 

 



Action:  Consumer eHealth Pledge Community 

http://www.healthit.gov/bluebutton 

Over 500 

organizations in 

pledge community. 

 

 

Over 100M 

Americans 

expected to have 

access to Blue 

Button by the end 

of this year. 

 

Over 100M Americans expected to have 

Access by end of 2013, based on pledges 

How is your organization supporting access? 



Action:  Blue Button Plus growing nationwide 

Provider 

5 

Provider 

4 

1 
Patients get their data from 

providers and other data 

sources 

Patients aggregate their 

own data 
2 

Patients share data with 

providers 
3 

Use Case A 

Use Case B 
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Blue Button Movement 
Challenges to Interoperability, Scale and Spread 

1. Significant cultural shifts for data liberation, engagement and 

shared-decision making 

2. Awareness and consumer demand is low despite apparent early 

interest 

3. Provider adoption is low and may reflect the lack of a strong 

business case for sharing information with patients and concerns 

about privacy, security and consumer-mediated exchange 

4. Technical guidance and framework is in place yet standards are 

voluntary 

5. Innovators are hampered with a lack of data flow and relevant 

research, yet are creating momentum with novel challenges and 

code-a-thons.  
 

With permission, pending chapter in 2014 HIMSS m-Health Innovation book, Susan Hull 



HHS/ONC FACA Workgroups 

Provide recommendations on standards 

and interoperability 

Provide recommendations on 

policy 

HITSC  

Consumer Technology Standards 
HITPC  

Consumer Empowerment 

Scope:   

• Portability of patient data 

• Patient access to and generation of their health data 

• New types and sources of patient data 

• Co-managing and sharing care plans 

• Incorporating patient preferences into care plans 

• Patient reconciliation of medical records from various sources 

 

Strengthening the ability of consumers, patients, and lay caregivers 

to manage health and health care for themselves or others  



Patient Generated Health Data (PGHD) 

HHS/ONC FACA Consumer Technology Standards Workgroup 
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Active in Care 

Roles/Responsibilities 

Safety Related 

Administrative 

Provider/patient initiated 

Structured/unstructured 

Device and Tracking 

 

 

Care Planning 

Shared Decisions 

Home care 

Transitions 

Goals and Values 

 

 

Collaborative Care 

Multiple care teams 

Community support 

Social support 

 

Sustaining Understanding Awareness 

Foundation Now Builds the Future 



Promising examples  

PGHD Header Approach to C-CDA 

Participation PGD info Act Relationship PGD Info 

Patient Adds clarity for guardian role and 

Provider Organization 

Related Document/ 

Parent Document 

Same as C-CDA 

Author Also can be self, related person or 

legally responsible party 

Authorization/ 

Consent 

Same as C-CDA 

Custodian Also can be self or an organization 

supply a PHR application 

Component Of/ 

Encompassing Encounter 

Same as C-CDA 

Authenticator Also can be self, related person or 

legally responsible party 

Documentation Of/ 

Service Event 

Same as C-CDA – 
additional constraints may 

apply for document type 

Legal 

Authenticator 

Also can be self, related person or 

legally responsible party 

In Fulfillment Of/ 

Order 

Same as C-CDA – 
additional constraints may 

apply for document type 

Data Enterer Also can be self, related person or 

legally responsible party 

Information 

Recipient 

Also can be self, related person or 

legally responsible party 

Informant Also can be the patient, related person 

or legally responsible party 

Participant Same as C-CDA; adds use of new value 

set 
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HHS/ONC FACA  

Consumer Technology Standards Workgroup 



 Eating patterns 

 Medication taking 

 Physical activity 

 Risky drinking 

 Sleep quality 

 Smoking/tobacco use 

Behavioral 

characteristics 

Estabrooks, Paul A,  et.al., “Harmonized patient-reported data elements in the electronic health 

record: supporting meaningful use by primary care action on health behaviors and key 

psychosocial factors, J Am Med Inform Assoc 2012;19:575-582 doi:10.1136/amiajnl-2011-

000576 

 

Glasgow, RE, et. al.., MOHR, My Own Health Record Pilots in 18 primary care clincs 
 

Patient 

Characteristics 

Psychosocial 

characteristics 

 Anxiety and depression 

 Stress 

 Quality of Life 

 Demographics, 

Preferences, and  

Social Determinants of 

Health 

 Health 

Literacy/numeracy 

 Care Plans with 

Adherence Monitoring 

Multiple pilots 

Harmonizing Patient Generated Data in EMR 



PHR Ignite Pilots  

National Association For Trusted Exchange (NATE)  

 Consortium of states  

 Seeking common solutions for optimizing national 

exchange of health information. 

 Overcome policy, governance and technical challenges of 

transporting patient data bi-directionally between 

untethered PHRs (patients) and providers.  

 PHR Pilots (with ONC’s State Health Policy Consortium) 

 California, Oregon and Alaska  

 Providers will send structured data to a patient-

subscribed NATE qualified PHR using Direct secure 

messaging/BlueButton+ specifications 

 Patients will send data from their PHR to a second 

provider using Direct secure messaging/BlueButton+ 

specifications.   

Other states contributing : Nevada, Utah, Hawaii, North 

Dakota, Michigan and Florida 

www.nate-trust.org  

 

 

28 

http://www.nate-trust.org/
http://www.nate-trust.org/
http://www.nate-trust.org/


OpenNotes, RWJ Foundation Initiative 



“Nurses are the 
most-trusted 
health 
professionals and 
have a long 
history of patient 
advocacy. “ 

ANI + ANA join ONC Consumer eHealth Pledge Community 

3.1 Million Nurses 

Empowered to use eHealth 

Touching 18 Million Patients/Yr 

Our Pledge 



Collaborating to engage nurses 

Year One 

 Join ONC Consumer eHealth Pledge Community 

 Member awareness, education and policy feedback 

 ANI Consumer eHealth Toolkit 

Year Two 

 Pulse Survey on PHR and Portal Adoption 

 Ten Step Plan and Ask for Your Records Week during 

National Health IT Week, 2012 

Year Three 

 Strategic planning for broader impact 

 New Survey: capacity building and competency needs 

 Feedback to ONCs ‘The Planning Room’ for Consumer e-

Health  Federal Health IT Strategic Plan,. 

http://planningroom.org/ 

 

  

 

http://planningroom.org/
http://planningroom.org/
http://planningroom.org/
http://planningroom.org/
http://planningroom.org/


Resources: ANI Consumer eHealth Toolkit 

http://www.allianceni.org/programs.asp 



New NeHc Patient Experience Framework 

1. Give depth to the patient experience – 

research from the patient’s point-of-view 

2. Personify the consumer segments  

3. Create journey maps to make the patient 

engagement framework more approachable to 

patients and helpful to providers 

4. Apply common reference points for policy, 

standards and industry 

 

Deloitte Center for Health Solutions: US Healthcare Market Strategic View of Customer Segmentation   



New NeHC to HIMSS Foundation 

For more information, please 

contact: Mary Griskewicz, Senior 

Director, Health Information Systems 

Society HIMSS mgriskewicz@himss.o

rg  

mailto:mgriskewicz@himss.org
mailto:mgriskewicz@himss.org


 

The art and science are emerging 
What are our roles as nursing leaders? 

 

 We are all e-health consumers. 

 How does your personal experience in “asking for your records”, View 
Download and Transmit, or Blue Button inform your experience and action? 

 What new and/or expanded roles do you envision for nursing executives and 
informaticists? 

 
 

Thank you Regina Holliday 

Medical Advocacy Blog 

THURSDAY, AUGUST 6, 2009 

73 Cents Movement in the Post and blogosphere 

A place where art, medicine, social media and pop-culture collide and create a patient voice 

in health information technology. 



Questions 

Susan Hull MSN, RN 

WellSpring Consulting, CEO 

 

 707-400-8995 

 susan@wellspring-consulting.com 

 Join me on Twitter:  @SusanCHull 

mailto:susan@wellspring-consulting.com
mailto:susan@wellspring-consulting.com
mailto:susan@wellspring-consulting.com

