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Leading Efforts to Partner with 
Patients and Families 



 
 
 
“Having a patient & family 
representative in the room 
changes the conversation in 
every way.”      
  
 

-Jim Conway 



The Role of Patients and 
Families… 

Patient & Family Advisors work in a variety of 
healthcare settings sharing their personal stories to 
represent all patients & families in providing an 
educated perspective of care by bringing 
authenticity, empowerment, respect and 
inspiration to the design and delivery of healthcare 
systems. Patient & Family Advisor roles include 
partner, educator, speaker, listener, advocate, 
collaborator and leader, ensuring the focus of 
healthcare is centered on the patient & the family.*  
 

*Collaboratively written by the patient & family advisors in attendance                   
at the IHI Forum, 2012 



 



 
 

Preparing for Your Partnership 
Journey 



“Set a nice table and good 
conversation will happen” 

                 
   -Lydia Kent 

 



Effective Partnerships 

 Champion 

 Shared outcomes 

 Agreement on type of engagement 
 Networking 

 Coordination 

 Cooperation 

 Collaboration 

 Recruit & Expect 

 Evaluate 

CEO Webinar 
Patient-Family Engagement Pledge 
08.15.13 





 
 

Selecting Patients and Family 
Members for the Team 



 
Look for people who are: 
 
• interested in the topic being addressed by 

the committee or task force; 
• comfortable speaking in a group with 

candor; 
• able to use their personal experience 

constructively; and 
• able to listen and hear differing opinions. 
 
Tips for Group Leaders and Facilitators on Involving Patients and 
Families on Committees and Task Forces, IPFCC, 2010 
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Preparing Patients and Family 
Members for the Team 



Information to Provide New Team 
Members 

• Name of committee, its members and their 
roles/titles, time of meeting and location. 

• The purpose of the group is there a document that 
outlines its charter or by‐laws? 

• Previous minutes or documents generated by the 
group. 

• Summary of data that is reviewed regularly in the 
meeting and its purpose. 

• Special words or terminology used in the committee. 
• Length of service required. 
 
Getting Ready to Work on QI and Safety Teams, IPFCC, 2013 

 



Additional Questions New Team 
Members May Have 

• May I meet with the committee chair prior to my first meeting? 
• Would it be helpful if I provide to the committee, before my 

first meeting, a short written bio, a recent picture of me and a 
statement of why I would like to be involved in the committee? 

• Are there any special skills or background I will need to work 
on this group? 

• Are there other advisors who serve on the committee? If so, 
may I meet them before my first meeting? 

• What kinds of recommendations or work does this group 
produce? 

• How have advisors been involved with this group in the past? 
 
Getting Ready to Work on QI and Safety Teams, IPFCC, 2013 



Once Oriented, Team Members Should 
Be Able to Answer… 

• What is quality improvement and what tools or 
methods are used to improve services in the 
organization? 

• What are key safety concerns, terms, tools, and 
methods for improvement? 

• What is the team trying to accomplish? 
• What is my role on the team? 
• How will we know that change is an improvement? 
• Who is my main contact for ongoing support  and 

assistance?  
 
Getting Ready to Work on QI and Safety Teams, IPFCC, 2013 

 



 
 

Supporting Meaningful 
Engagement of Patients and 
Family Members on the Team 



During the Meeting 
• Spend extra time on introductions at the beginning of a 

meeting, especially for new committees or new members. 
• As the leader or chair, discuss the concept of collaborating 

with patients and families explicitly, recognizing that it is a 
process with everyone learning together how to work in new 
ways. Convey that it will be important for the group to 
discuss how the process is working from time to time. 

• Avoid using jargon. Explain technical terms when used. 
• Consider beginning some meetings with a brief story that 

captures patients’ and families’ experiences and perceptions 
of care.  

• Acknowledge that there will be tensions and differing 
opinions and perceptions. 

 

Tips for Group Leaders and Facilitators on Involving Patients and    
Families on Committees and Task Forces, IPFCC, 2010 

 



During the Meeting, cont’d 
• Ask for the opinions of patients and families during 

discussions, encouraging their participation and validating 
their role as committee members. 

• To avoid becoming stuck in the power of a negative 
situation, acknowledge the negative experience and ask if 
there was anything supportive, helpful, or positive for the 
group to learn from the situation. Ask for ideas and 
suggestions to prevent or improve the situation. 

• If a personal story becomes very prolonged, acknowledge 
the power and importance of the story, suggest that some 
policy implications can be learned from the story and that 
there may be other appropriate forums where this story 
should be shared. Tips for Group Leaders and Facilitators on  

 

Involving Patients and Families on Committees and Task Forces,      
IPFCC, 2010 

 



 
 

Supporting Staff to Partner with 
Patients and Family Members on 
the Team 



Changing Culture 

“We are professionals with a license to 
practice. We don't need families to let us 

know if we do it wrong.” 
 



“Collaboration means that no one 
interest group is always right. It means 
taking what you think and what I think, 
and what someone else thinks, and 
coming up with something that works 
for everyone.” 
    -B. Crider 
     From: Essential Allies,  
      Families as Advisors 



“Patient 
engagement is 
a skill, not a 
trait.” 
 
Institute of Medicine (IOM) 2013 
Report,  Partnering with Patients 
to Drive Shared Decisions, Better 
Value, and Care Improvement 

 



Assist Staff in Understanding the Roles 
of Patients and Families 

• Develop clear guidelines for the participation of patients 
and families and what can be asked of them. 

• Help staff realize appropriate boundaries for patients, 
families, and staff. 

• Offer suggestions and assist staff, patients, and families 
in dealing with conflicts. 

• Be prepared to support staff who have been confronted 
by angry patients/families and are unprepared to deal 
with their angry feelings. 

• Challenge them to identify opportunities to include 
patients and families in policy and program planning, 
implementation, and evaluation. 

 

Staff Liaison to Patient and Family Advisory Councils and Other 
Collaborative Endeavors, IPFCC, 2010 



What Does Success Look Like?  

 
 
 

Calm  

Comfortable Confidant 

Copyright 2013 PFCC Partners, Inc.  ® 
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Measuring Patient and Family 
Engagement and Its Impact 



Elements of Partnerships 

• Attitudes and beliefs (personal, unit, 
system) 

• Behaviors (actions, words) 

• Enablers and barriers (why we do it and 
why we don’t) 



 



 
 

Reporting the Impact of Patient 
and Family Engagement 
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