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BACKGROUND

EQUITY, DIVERSITY, AND INCLUSION & SEX- AND 
GENDER-BASED ANALYSIS+ INTEGRATION/ 
CONSIDERATIONS

METHODS

CONCLUSIONS

• The principles of PFCC provide a foundation for the development of a common NICU caregiver experience measurement 
instrument after modification to address the NICU environment. 

• The modifications are best identified by patients/families. Consulting with existing hospital-based patient/family groups is an 
effective way to increase the relevance of the principles guiding this work.

• Initial investment in focused engagement to develop principles and definitions specific to the NICU context will allow the NICER
measurement instrument to better reflect caregiver experience. 

• This project is an example of how gaps in the healthcare system and solutions can be identified and addressed by patient/family 
partners.

SPOR038

• Phase 1 findings include refinement of 
the four original IPFCC ‘core concepts’a to 
reflect the NICU context and the addition 
of a fifth, ‘support’ (Figure 1). This 
addition emphasized that while the infant 
is the NICU patient, caregivers also need 
support and providers can facilitate 
awareness of and access to resources. 

• This project is co-led by patient/family partners, ensuring the work directly responds 
to patient/family needs and identified goals. 

• Phase 1: Develop PFCC principles, informed by the four core conceptsa of PFCC as 
defined by the Institute for Patient- and Family-Centred Care (IPFCC). The PFCC 
principles were reframed within a NICU context to guide instrument development. 

• Collaborate with hospital-based parent advisory groups to broaden 
patient/family input into the NICU specific PFCC principles and 
definitions. 

• Phase 2: Categorize survey questions by PFCC principle (currently in process).

• The Patient and Family Advisory Council (PFAC) of the Maternal Newborn Child & 
Youth (MNCY) Strategic Clinical Network™ (SCN™) identified the need to develop an 
Alberta-wide instrument for the measurement of Patient- and Family-Centred Care 
(PFCC) experiences in Neonatal Intensive Care Units (NICU). 

• A research team comprised of Patient and Family Advisors, MNCY SCN members, 
clinicians, and administrators is co-leading this work.

• Equity, diversity, and inclusion (EDI) and Sex- and Gender-Based Analysis+ (SGBA+) is 
taken into consideration throughout the research process. 

• Gendered language in the definitions was replaced with “caregiver” and “healthcare 
provider”. 

• Attention is paid to the diversity of the research team, including participation from 
rural and urban, cis-gendered women, racialized people, and caregivers of children 
with disabilities. 

• Research team recruitment is ongoing to encourage inclusivity and increase diversity. 
Members have been added via the community engagement process. 

• Through biweekly meetings, equitable research training opportunities are ongoing to 
ensure that team members, regardless of previous research experience, are equal 
contributors to the project. 

• The NICER measure will ultimately inform (in)equity in family experience in the NICU.

• After consultations with 3 provincial NICU parent groups the NICU specific definitions were refined (Figure 2). Changes of note:
1. Parents, family members, and others considered family are collectively recognized as ‘caregivers’; 
2. Healthcare practitioner was changed to ‘healthcare provider’ to recognize the role of all staff in the NICU patient/family 

experience. 

a. Definitions of the original Core Concepts of Patient- and Family-Centered Care are from the Institute 
for Patient- and Family-Centered Care. Available from: https://www.ipfcc.org/about/pfcc.html

• These ‘principles’ and their NICU specific definitions (Figure 2) are the foundation for subsequent phases in the development of
the Neonatal Intensive Care Experience Reporting (NICER) measurement instrument.

Participation Caregiver participation at the level they choose is beneficial to 
the wellbeing of their infant. Caregivers are encouraged and 
supported to participate in care and decision making. 
Healthcare providers teach caregivers how to safely provide 
care in the NICU and beyond.

Support Caregivers may require different types of support at various 
times in their unique journey. Healthcare providers work with 
families to identify needs and facilitate access to available 
supports in the NICU and community.

Collaboration Caregivers and healthcare providers collaborate as equal 
members of a care team with common goals. 

Healthcare providers work together to ensure consistent 
messaging and care provision to facilitate shared decision-
making with caregivers.

Information 
Sharing

Two-way communication is essential.  Caregivers receive 
timely, complete, unbiased information. Healthcare 
providers communicate this information with empathy and 
in a way that is understandable to caregivers.  Caregivers are 
encouraged to ask questions and share observations and 
knowledge of their infant.

Dignity & 
Respect

The family is the centre of care, and they are treated with 
unconditional dignity and respect. Healthcare providers 
actively listen to and respect caregiver and family 
experience, perspectives, questions, and choices. 

Caregiver knowledge, values, beliefs and cultural 
backgrounds are incorporated into the planning and delivery 
of care.

Figure 2. NICU specific definitions of the PFCC principles

FINDINGS

Figure 1. Evolution of NICU specific PFCC principles
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