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Welcome and Introductions 

¨  Susan Hull, MSN, RN 

¤ Co-Chair, Alliance for Nursing Informatics Consumer eHealth 
Engagement Task Force 

¤ Mentor, Emerging Leader, Alliance for Nursing Informatics 

¤ Member, FACA HHS/ONC Consumer Technology Standards 
Workgroup 

¤ Chief Health Informatics Officer, Diversinet Corporation 

¨  shull@diversinet.com 

¨  707-400-8995 



Today’s Objectives 

1.  Describe three strategies, tools and shifting 
attitudes associated with advances in consumer e-
health. 

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

3.  Join discussion about your interests, experiences 
and roles for nursing informaticists. 



Outline 

Setting Context: The Rapidly Changing Landscape for Consumer eHealth 
 
Update on ONC ‘s Consumer eHealth strategy 

¤  Access:  Increase consumer access to their health information 
¤  Action:  Enable consumers to take action with their information 
¤  Attitudes:  Shift attitudes to support patient provider partnerships 

 
Programs NENIC members can easily engage with 

¤  Alliance for Nursing Informatics (ANI) C 
n  Consumer E-Health pledge and Ten Step initiative 

¤  ANI and ANA initiative: ‘Ask for your e-health Record’ program 
 
NENIC Member Discussion 



Voices of Patients Gaining Strength 



Consumer Engagement via eHealth 



Solution to Cost Problem:  Engaged Patients 

“Pa$ent	  engagement	  is	  the	  blockbuster	  drug	  of	  the	  century”	  
Leonard	  Kish	  
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Engaged Patients lower cost 

¨  Disease management programs 
online and engagement as 
demonstrated by a Blue Cross 
Blue Shield: a $9.81 return for 
every dollar spent. 

¨  Factoring all results from all of 
these studies, and it amounts to a 
$4.51 return for every dollar 
spent to build and implement 
patient engagement programs 

http://insights.wired.com/profiles/
blogs/healthcare-s-solution-is-here-
it-just-needs-to-take-
flight#ixzz2KooO5hbg  
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Putting the i in Health IT 
Some providers radically redefining care relationships 

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 



Super Convergence – Connected Health 
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Coordinated 
Care 

2.0 
Consumerism 

Care 
Model - 
Payment 
Reform 

Mobility Sensors 

Big Data 

Connectivity 

u  “More cell phones than toothbrushes” 

u  13,000 health and wellness apps 

u  Explosion in-body and on-body 
health sensors, neighborhood/
environmental  

u  Interoperability is growing concern 

u  Health technology is attracting 
consumer players like P&G and Pepsi 

u  The Health IT world is expanding with 
new players, many new to healthcare 

u  Large datasets and sophisticated 
analytics  

THE POST-EHR MARKET 



Consumers are Mobile  
Health and care is local, global, mobile 

ü  There are 5.9 billion mobile 
subscribers (that's 87% of the 
world population).  

ü  Mobility supports providers 
to connect and engage 
patients outside the walls of 
clinics and hospitals to impact 
patient behaviors for 
improved health. 

ü  Physicians, Nurses, 
Pharmacists, Therapists, 
Dieticians now prescribing 
apps 

ü  Consumers are now engage 
their providers! 

 



3 A’s to Approach Consumer Engagement 



Access:  Meaningful Use Stage 2 & 3 

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:  The Blue Button Pledge Goes Nationwide 

Over 100M Americans 
expected to have Access by 
end of this year. 
Has your Vendor Pledged? 



Access:  NENIC is in Good Company 

www.healthit.gov/pledge 



ü  Eating patterns 

ü  Medication taking 

ü  Physical activity 

ü  Risky drinking 

ü  Sleep quality 

ü  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 
 

Patient 
Characteristics 

Psychosocial 
characteristics 

ü  Anxiety and depression 

ü  Stress 

ü  Quality of Life 

ü  Demographics, 
Preferences, and  
Social Determinants of 
Health 

ü  Health Literacy/
numeracy 

ü  Care Plans with 
Adherence Monitoring 

Access:  Harmonizing Patient Generated Data 



Access: Encourage Pt & Family Resources  



Action:  HIPAA Clarification Consumer Rights 

¨  Leon Rodriquez, Director Office of Civil 
Rights: 

¨  May 31, 2012: Clarification of the 
patient’s right to access their own health 
information  

¨  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. 



Action:  Aligning with National Initiatives 
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NeHC Patient Engagement Framework: 
 
Inform Me 
   Engage Me 
     Empower Me 
        Partner with Me 
           Support my e-Community 



Action:  Making HIT data easier to use 



Attitude:  Consumer Toolkit 



Attitude:  Watch & Share Videos 

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



Attitude:  Joining Consumers in Design 



Our	  Vision:	  Transform	  health	  and	  health	  care	  
through	  nursing	  informa6cs	  	  

	  
Our	  Mission:	  To	  advance	  nursing	  informa6cs	  
prac6ce,	  educa6on,	  policy	  and	  research	  through	  
a	  unified	  voice	  of	  nursing	  informa6cs	  
organiza6ons.	  



“Nurses	  are	  the	  
most-‐trusted	  
health	  
professionals	  and	  
have	  a	  long	  
history	  of	  pa6ent	  
advocacy.	  “	  

ANI	  joins	  ONC	  Consumer	  eHealth	  Pledge	  

3.1	  Million	  Nurses	  

Empowered	  to	  use	  eHealth	  

Touching	  18	  Million	  Pa6ents/Yr	  

Our	  Pledge	  



ANI Ten Steps each Member can do 



ANA & ANI: “Ask For Your e-Health Record” 



Fulfilling the Pledge 



Resources: ANI Consumer eHealth Toolkit 

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



Resources:  Office of Civil Rights 

¨  www.hhs.gov/ocr 
¨  Video, “The Right to Access and Correct Your Health Information”  
¨  http://www.youtube.com/watch?v=JY1l5s8ED5c 
¨  Visit the HHS OCR You Tube channel (search for HHS OCR) for additional videos on 

topics like “Your Health Information, Your Rights” or “Communicating with Family, 
Friends and Others Involved in Your Care” 

¨  Print this pamphlet, “Your Health Information Privacy Rights” http://www.hhs.gov/
ocr/privacy/hipaa/understanding/consumers/consumer_rights.pdf  

¨  Look up more information about your right to get your medical record:  
¨  http://www.hhs.gov/ocr/privacy/hipaa/understanding/consumers/

medicalrecords.html  
¨  Learn how to file a complaint with OCR if you think your rights have been violated, 

and know that under HIPAA, an entity cannot retaliate against you for filing a 
complaint http://www.hhs.gov/ocr/privacy/hipaa/complaints/index.html.  



Resources:  Other 

q  Ricciardi, L; Mostashari, F; Murphy, J;  Daniel, J; Siminerio, E.  “A National 
Action Plan to Support Consumer Engagement via eHealth,” Health Affairs, 
32(2),(2013): 376-384 

q  AHRQ, Designing Consumer Health IT: A Guide for Developers and Systems 
Designers, March 2013 

http://healthit.ahrq.gov/portal/server.pt/community/
health_it_tools_and_resources/919/
guide_for_consumer_health_it_developers_and_designers/31430 

q  MyPHR.com, http://www.myphr.com/ 

q  Project HealthDesign: “Rethinking the Power and Potential of Personal 
Health Records”, http://www.projecthealthdesign.org/ 



Summary:  Some Predictions 

1.  Our “sweet spot” as nurses, experts in the patient experience, engagement and care 
coordination, will continue to inform the national dialogue. 

2.  Patient and Consumer engagement will be amplified with Meaningful Use.  

3.  Innovations in the next generation of consumer centric e-health solutions, architected for 
participation and interoperability, will continue to proliferate.  

4.  Health is Social and a function of participation.  Consumer’s participation in their own 
health will go viral and will bring new innovations to providers, payers and communities.  

5.  Personalization and mass customization of preference sensitive and collaborative care 
will be possible for providers, and patients/consumers themselves.   

6.  Patient centric clinical decision support (CDS) will connect to provider CDS. 

7.  We will be successful in integrating care in our settings with a larger health-e-ecosystem, 
including new accountable and value based models, and emerging neighborhood 
model. 

8.  Nursing informatics roles will expand, bringing technology to care innovation, in 
genomics, personal health, e-health, tele-health, m-health, digital health. 

Used with Permission, Susan Hull  MSN, RN, WellSpring Consulting 



NENIC Member Conversation, Q&A 

¨  What are your interests and experience in consumer e-health? 

¨  How is it to “ask for your records?” 

¨  What new and/or expanded roles do you envision for nursing and clinical 
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. 


