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Objectives

Define Patient and Family Engagement (PFE) and 
Clarify Misconceptions

Provide an overview of  Children’s Mercy Kansas 
City’s 
PFE Program

Highlight Improvements Due to PFE

Present Pathways4Kids Survey and Focus Group 
Results



Connection to Patient and Family 
Engagement and Clinical Pathways

Evidence-based practice is 
fundamental to clinical pathway 
development

Patient value and preferences is 
foundational to evidence-based 
practice



Patient and Family Engagement Myths

• Clinical Pathways are for Clinicians and should only involve Clinicians

• This work is too complicated for parents

• Clinical Pathways are based on evidence only

• You should pay families to participate



Patient and Family Engagement Keys to Success

• Be open and flexible
• Not all engagement is the same

• Groundwork and expectations
• Prepare families AND the rest of  the committee
• Meeting with family and committee chair

• It’s not going to be great every time



Patient and Family Engagement at Children’s Mercy 
Kansas City

• Primary Contact: Patient and Family Engagement Team
• Liaisons to Family Advisory Board and all Patient Family Advisory 
Councils

• Goal of  50% representation for eligible Pathways

• How do we prepare family members for success



Does PFE lead to improvement? 

End of Life
PF rep guided inclusion of patient and 
family throughout the process with a 

focus on shared decision making 
between the care team and the family 

– included in new huddle 
documentation note

Sexually Transmitted Infections
The teen advisory board provided 

input and direction for screening tools 
and how to approach patients 

(screening tools and confidentiality 
tips)

Congenital Diaphragmatic Hernia 
Incorporated parent perspective when 

developing the post-operative care 
aspect pertaining to involving 

occupational therapy and meaningful 
conversations surrounding discharge 
expectations, follow-up outpatient 
care, and long-term considerations. 



Does PFE lead to improvement? 

First, Non-Febrile Seizure
Parent perspective when modifying 
the discharge instructions handout; 
instrumental in helping us create a 

provider education video on how to 
speak with families about first, non-

febrile seizures.

Anaphylaxis Clinical Pathway
Universal Epi Auto-Injector Handout



Patient and Family Quotes

“There was a family compote that was overlooked, and it was hugely beneficial having a 
family member on the committee.”

“It allowed me to direct all that pain into something that will be useful in helping children 
and families in the future. I cannot fully describe what that feels like, but this experience 
offered some additional closure, unburdened feelings of  guilt, while providing a sense of  
accomplishment that I am truly grateful for.”

“When I found out that a standard pathway was being created for concussions, I was 
thrilled!!! Also, to be asked to review the documents and provide feedback, I was even more 
thrilled!!! There was such a need for this, and now families will have a lot more guidance and 
help with the aftercare.”



Patient and Family Quotes

“Participating in the development of  the End-of-Life (EOL) clinical pathway was both invaluable and challenging for 
me. As a parent who experienced the sudden loss of  a child due to cardiac arrest in a PICU, I can distinctly recall the 
supportive actions of  the care team, as well as areas that could have been improved. Contributing to this group 
allowed me to honor my daughter and her life, hoping to enhance EOL experiences for other children and their 
families.”



Pathways4kids Mixed Methods Study



Scale Participants

Incomplete
(n = 7)

At least one 
subscale
(n = 3)

Completed all 
subscales
(n = 54)

46% Response rate

43% Completed all subscales

Response rate from 71% of  
participating hospitals     
(25 of  35 hospitals)



Demographics



Demographics



Scale Scores of  Patient and Family Engagement 
in Clinical Pathway Development

αSDMean
Number 
of  Items

0.851.364.768Attitudes 

0.921.512.5911Skill 

0.921.514.0911Knowledge 

Note. Response options ranged from 1 (Strongly Disagree) to 6 (Strongly Agree). α = Cronbach's alpha.



Focus Group Participants

Four focus groups with 14 participants from 11 hospitals. 

Focus group participants
• Nurses (RN/ARPN, n = 5, 35%), 
• Other Healthcare Roles (n = 4, 28%)
• Physicians (MD/DO, n = 2, 14%) 
• Allied health professional (n = 1, 7%). 

Of  the focus group participants, four still worked clinically (29%). 

Participants had an average 5.8 years (SD = 3.4) of  experience in clinical pathway development 



Focus Group Themes

Why patient and 
family 

engagement is 
important

Recognizing 
patient and family 
engagement is a 

continuum 

Perceived barriers 
to engaging 
patients and 

families

Setting up patient 
and family 

engagement for 
success



Qualitative Focus Group Themes

"The term evidence-based care, includes patient experience, clinician's 
expertise, and the role of  evidence. The three components interact. How 
much weight each of  those components have depends. It is very 
contextual, depending on the patient itself  depending on the condition.”



Qualitative Focus Group Themes

“I don't think people [pathway committee] are disagreeing about the evidence 
most of  the time. I think people are disagreeing about the process or system in 
place that you're trying to … put in around the pathway itself. And I think a lot 
of  times, patients and families can be very helpful in that work”
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