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Definitions and Landscape 



Defining Patient- and Family-
Centered Care  



• “Nothing about me without me” 
 

• No longer doing things “to” or “for,” 
but doing things “with” 

 

• What would I want done for myself? 
My family members?  
 



The question is not “if” or 
“when,” but “how”… 

• Patient & Family Engagement is a foundational priority. 
• Leading organizations are investing time, money and 

people in this body of work. Leaders include: 
IPFCC: Institute for Patient & Family Centered Care 
AHRQ: Agency for Healthcare Research Quality 
IHI: Institute for Healthcare Improvement 
AHA: American Hospital Association 
TJC: The Joint Commission 
The Beryl Institute 

 
 





Framework for Engagement 



Framework for Engaging Health 
Care Users 



A Framework for Patient and Family 
Engagement in Health and Health Care 

Carman K L et al. Health Aff 2013;32:223-231 



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

-Jim Conway 
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Spirit 
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http://www.xtrii.com/thought-leadership/how-storytelling-affects-the-brain 



Patient and Family 
Engagement – Opportunities 

and Challenges 



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 





“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 

 



Patient and Family 
Engagement – A Journey, Not 

a Destination 



Where Do We Put Patients and 
Families?  
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Patients &  
Families? 



Patients and Families in 
PQCNC 

Leadership Team 

Project Team 
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 Including Patients & 
Family Members 
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http://www.pqcnc.org/?q=node/12879 



  
 

“… ask the nurse or doctor; ‘Did you 
remember to wash your hands?’…” 

 
 
 
 
 
 
From the Duke RAIN Family Letter 





“…I want to highlight the role of the  
family member…” 





 



Changing Culture 

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

know if we do it wrong.” 
 





 

Hope is not a plan. 
“Some” is not a number. 

“Soon” is not a time.  



Patient and Family Engagement  
(PFE) Initiative  

Mission: 
Create a multidisciplinary, hospital-based 
community that is focused on providing a 
standardized approach to, and building of 
support for, the recruitment, training, and 
engagement of patients and families with 
diverse perspectives as meaningful 
members of quality improvement teams. 



 



Learning Sessions 

 



Guide to Patient & Family Engagement 

Insert hospital logo here 
 

Working With Patient 
and Family Advisors: 
Recruiting, Training, and Partnering 

Julie Barnes    
Patient and Family Centered Care Manager   
Wake Forest Baptist Medical Center    
September 4, 2013 



 



Working in Parallel on Multiple Change Concepts 
(Aim: Engage Patients & Families) 

A P

DS

A
P

D
S

A
PD

S

A
P

D
S

A P

DS

A
P

D
S

A
PD

S

A
P

D
S

A P

DS

A
P

D
S

A
PD

S

A
P

D
S

A P

DS

A
P

D
S

A
PD

S

A
P

D
S

Identify 
Patient/ 
Family 

Advisors 

Contact 
potential 
advisors 

Include 
patients 
on teams 

Educate and 
improve provider 
skills and 
knowledge 



PFE on www.pqcnc.org  

 

http://www.pqcnc.org/


 



What have you been working on 
this month?  

 



 





PQCNC PFE  
By the numbers… 

15 
Hospitals 

Contacted166  
Patients and Family 
Members 

8 
Months 

55% 

220 Volunteer Hours from 
Patients and Family Members 

Over 1200 
Providers Educated 

Percentage of Patients and Families Members who 
Agreed to Assist  





Contact:  
Tara Bristol 
tara.bristol@pqcnc.org 
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