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“Patient and family engagement [is defined] as patients, 
families, their representatives, and health professionals 
working in active partnership at various levels across 
the health care system – direct care, organizational design 
and governance, and policy making – to improve health and 
health care.”   

          Carman et al, 2013, Health Affairs 

Definition of patient and family 
engagement 



Examples of patient and family 
engagement 

• Direct care 

− Patient activation, shared decision making, 
motivational interviewing, bedside rounds 

• Organizational design and governance 

− Patient and family advisory councils 

• Policy making 

− Public deliberation, patient representation on 
boards  
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Benefits of patient and family 
engagement 

Meaningfully engaging patients and families as true 
partners in their care leads to: 

• Improvements in patient safety and quality 

• Better health outcomes 

• Better patient experiences and satisfaction 

• Lower healthcare costs 

• Increased health professional satisfaction and retention 
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Barriers to adopting patient and family 
engagement 

• Highly fragmented, diverse 

field 

• Lack of practical, concrete 

strategies to improve PFE  

• Measurement lacking 

• Incentives misaligned 

• Traditional roles of patients 
remain deeply embedded in 
medical culture 



6 

Roadmap for PFE launched in 
September 

www.patientfamilyengagement.org 



Key components of the process 

• Pre-work 

– Micro-convenings  

– White papers 

– Participant website 

• Participants 

– Diverse stakeholder mix 

– 72 people representing 59 
organizations* 

• Approach 

– Interdisciplinary groups 

– Appreciative Inquiry  

Patients 

Insurers 

Health 
systems 

Clinicians 

Researchers 

Employers 

Funders 

Policymakers 

* See appendix for complete list of organizations involved in creation of Roadmap 



What did participants do? 

Developed vision for the field – built physical roadmaps 

– Milestones and destinations 

– Strategies and tactics 

– Factors that affect progress 

– Timing: today, tomorrow, future 

 



A new vision for healthcare 



8 strategies for change 



5 simple actions for today 

Tangible, discrete actions that provide ideas about what key stakeholder 
groups can do to take action today 



Commitments for change 

• Convening participants made individual public commitments for actions 
they would take to advance PFE in their sphere of healthcare 

• Commitments are posted on Roadmap website and others can also submit 
commitments    



Resources 

Resources—which include implementation guides & toolkits, case studies 
and other materials—organized by 8 change strategies 
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Call to action 

Time for action is now 

• Passage of ACA has created 
regulatory alignment 

• Lots of small 
demonstrations of 
innovative approaches 

• Urgent need for catalysts to 
drive and guide broader 
implementation and change 



Appendix 
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Organizations involved in creation of 
Roadmap 

• AARP Services, Inc. 
• ABIM Foundation 
• Agency for Healthcare Research 

and Quality 
• American Hospital Association / 

Health Research Educational Trust 
• American Institutes for Research 
• Anne Arundel Health System 
• Anne Arundel Medical Center 
• Blue Cross and Blue Shield of 

Massachusetts 
• Blue Shield of California 
• Blue Shield of California 

Foundation 
• Center for Advancing Health 
• Center for Medicare and Medicaid 

Innovation 
• Centers for Medicare & Medicaid 

Services 
• ClearHealthCosts 
• Commotion 
• Connecticut Center for Patient 

Safety 
• Consumers Advancing Patient 

Safety 
• George Washington University 

Medical Center 
• George Washington University 

School of Nursing 

• Georgia Regents Medical Center 
• Gordon and Betty Moore 

Foundation 
• Informed Medical Decisions 

Foundation 
• Institute for Patient- and Family-

Centered Care 
• Integrated Healthcare Association 
• John A. Hartford Foundation 
• Johns Hopkins Medicine 
• Kaiser Permanente Southern 

California 
• Lown Institute 
• Maine Health Management 

Coalition 
• Maine Quality Counts  
• MedStar Health  
• Mighty Casey Media 
• Mothers Against Medical Error 
• MyHealth Access Network 
• National Partnership for Women & 

Families 
• North Carolina Quality Center 
• Office of the National Coordinator, 

US Department of Health & 
Human Services 

• Palo Alto Medical Foundation 
Research Institute 

• Patient Voice Institute 

• Patient-Centered Outcomes 
Research Institute 

• Planetree 
• Robert Wood Johnson Foundation 
• School of Public Affairs, Baruch 

College 
• Southcentral Foundation 
• Stanford University School of 

Medicine 
• The Dartmouth Center for Health 

Care Delivery Science 
• The Hospital & Healthsystem 

Association of Pennsylvania 
• TransforMED 
• Unite Here Health 
• UnitedHealth Group 
• UC Berkeley, School of Public 

Health and Haas School of 
Business 

• UCLA, School of Medicine 
• UCSF, Center for Healthcare 

Value-Delivery System Initiative 
• University of Oregon 
• University of Oxford 
• Vanderbilt University School of 

Medicine 
• World Health Organization 


