
Part I. Making the Case

Patient and Family Engagement

ILQPC & PQCNC slidesets: Engaging
patients and families in QI work - What it is,
why it matters, how to get started 
Evidence from PQCNC: Bringing Depth and
Meaning to Perinatal Quality Improvement
by Partnering With Patients
Tools for hospitals to make the case to
stakeholders: ILPQC Patient & Family
Engagement, ILPQC Partnering With Patient
& Family Advisors
Additional resources not in this toolkit:
Council on Patient Safety in Women’s
Health Care: ‘Voices of Impact’ video series

https://safehealthcareforeverywoman.org/voices/


Making the Case: 
Improving Outcomes 

Through Patient Engagement



Patient / family advisors at 
the collaborative level
• 6 patient family advisors 
• Provide input on initiative 

development
• Share stories at ILPQC 

events
• Improve patient / provider 

education materials 
• Identify strategies to 

support hospital teams to 
engage patients/families in 
their QI work



Supporting hospital efforts:
Where we’ve been
• Awareness and education for hospital teams 

and administration
• Tools to help hospital teams engage 

patients/families in QI work
• ILPQC Central facilitating patient/family 

advisor matches with hospital teams



Why it matters
“Embedded at every level of the organization and in all stages of clinical
initiatives, patients and family members have been strong catalysts for
change in PQCNC’s neonatal and maternal initiatives.”

- Perinatal Quality Collaborative of North Carolina (PQCNC)

• PQCNC Obstetric Hemorrhage (OBH) Story
– Worked with OBH survivors to identify 5 essential practice areas and 

co-design relevant resources for hospital teams
– PQCNC assisted hospital teams to contact recent OBH survivors 

following discharge to ask for feedback on their patient and family 
support experience

– Feedback highlighted missed opportunities to partner with patients, 
including delayed, absent, or unclear information sharing - especially 
around the assessment of patient risk

Rouse, DeJoseph, & Ollendorff, 2019, Clinical OBGYN, 62(3), 528-38.



Improved outcomes

Engaging 
patients in your 

QI efforts 
improves your 

outcomes!

From T.B. Rouse, 2017, presentation given to ILPQC HTN teams.



• Collaborative goal: Every hospital QI team has 
a patient / family advisor participating in some 
capacity to advance ILPQC’s goal of improving 
outcomes for moms and babies

• Patient / family advisors to hospital QI teams 
can:
– Share a personal story
– Provide feedback on materials
– Attend provider meeting or grand rounds
– Attend QI meetings

Supporting hospital efforts:
Where we’re going



The Patient and Family Voice: 
Engaging Patients and Families for 

Improved Quality and Safety 

January 26, 2015 

Adapted from Tara Bristol 



Defining Patient- and Family-

Centered Care  



Nothing About Patients,  

Without Patients 



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 

NQF: National Quality Forum 

TJC: The Joint Commission 

The Beryl Institute 

 

 



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 



  Teachable 
Spirit 

Solution 
Focused 

Representative 

 Voice 

Constructive 
Collaboration 

Establish Partnerships 
Copyright PFCC Partners, Inc.  ® 



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 



“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 

 



PQCNC 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. 



 



Working in Parallel on Multiple Change Concepts 

(Aim: Engage Patients & Families) 
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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  
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