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Introduction:
Family-centered care (FCC) is a critical part of NICU care. Families 
feel intense stress and anxiety during their infant’s stay in the 
NICU (1–3). Many parents are ill-equipped to handle the adverse 
experience, which can lead to long-lasting negative impacts on 
parental well-being and their children’s health and development. A 
family’s need to be heard, understood, respected, and supported 
by NICU staff is the key to establishing a strong partnership 
between families and the NICU team. Family participation in 
routine infant care, positive parent-infant interaction, and shared 
decision-making with NICU staff are shown to decrease parental 
anxiety and stress levels, as well as later posttraumatic stress 
disorder (PTSD) (4–6). A supportive and nurturing environment 
improves the family’s overall experience during NICU stay and 
the family’s long-term outcomes, given the manifold early bonding 
and caring opportunities for families in the NICU with their infants 
(4, 7–9).

While increasing evidence has shown the benefits of family-
centered and family-integrated care in NICU, establishing and 
incorporating a sustainable FCC program in routine clinical 
practice faces many challenges (10). In this paper, we describe 
how our NICU FCC program, in a safety net hospital, uniquely 
supports NICU families and how the FCC team, over the years, 
has become an integral part of the clinical care team, NICU care, 
and decision-making.

Context: NICU in a Safety Net Hospital Setting:

Santa Clara Valley Medical Center (SCVMC) NICU is an AAP level 

IV, California regional 40-bed NICU with 300–350 annual NICU 
admissions housed in a safety net hospital in San Jose, California. 
Safety net hospitals are committed to providing care for people 
with limited or no access to healthcare due to socioeconomic 
circumstances, insurance status, or health conditions. The mission 
of the Santa Clara County healthcare system is to provide high-
quality, accessible healthcare and service to all persons in the 
county regardless of their socioeconomic status and ability to pay. 
This healthcare system comprises 3 Hospitals with associated 
Clinics and supports 20–25% of county births, with approximately 
4,500 deliveries annually. 

SCVMC FCC Program Development and Growth:

The FCC program journey at SCVMC NICU started in partnership 
with the March of Dimes program in 2009 when our site became 
one of their first ten NICU family support sites through a competitive 
grant application process. The program introduced FCC care into 
our NICU by providing patient education with a kiosk and staff 
education. Over the 15 years, the program’s focus has been to 
promote a culture change incorporating FCC in every aspect of 
NICU care. Since 2012, the FCC program has been supported 
with extramural funding essential for continuous progress in the 
FCC and building a team of paid FCC team members in a safety 
net hospital.

The FCC Team:

Since 2009, the FCC program at SCVMC NICU has grown to the 
current team of three family support specialists (FSS), a family 
education specialist (FES), and an FCC director (Figure 1).  

Family support specialist

Peer support is a powerful tool to support families through 
a difficult journey in the NICU. NICUs need to address the 
psychosocial needs of families during their journey in the NICU. 
Peer support from NICU graduate parents can help mitigate some 
of the stressors the current NICU parents face after admission, 
through the hospital stay, and during the transition from the NICU 

“Family-centered care (FCC) is a 
critical part of NICU care. Families feel 
intense stress and anxiety during their 
infant’s stay in the NICU. Many parents 
are ill-equipped to handle the adverse 
experience, which can lead to long-
lasting negative impacts on parental 
well-being and their children’s health 
and development.” 

NICU Family Centered Care Program 
in a Safety Net Hospital

“Since 2009, the FCC program at SCVMC 
NICU has grown to the current team of 
three family support specialists (FSS), a 
family education specialist (FES), and an 
FCC director (Figure 1)” 
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to home. In this peer support model, the NICU graduate parent 
shares a similar lived experience with the NICU parent, and the 
care provided usually involves sharing information/resources, 
emotional support, and encouragement. Peer support is flexible in 
its approach, i.e., services can be provided in person, by phone or 
email, in groups or individually, and in different settings.

Our selection of FSS was based on the principle that they reflect 
the patient population served by the NICU. The first FSS is a 
Hispanic, bilingual, former NICU mother of a 27-week premature 
infant and a history of fetal loss. She proactively advocated for 
her daughter during her NICU stay. She helps primarily Spanish-
speaking families, accounting for more than 30–50% of our NICU 
families. The next FSS is a former NICU mother of a 27-week 
preterm infant with a history of substance use disorder (SUD) who 
was in recovery at the time of delivery. She supports the NICU 
mothers with a history of SUD. As part of that support, she shares 

her lived experience with recovery programs in the county and 
has also helped NICU mothers tour residential programs in the 
county. The most recent FSS is a former NICU mother of a 24-
week preterm infant. She is a strong advocate for maternal mental 
health support and supports English-speaking NICU families. 

The FSSs support NICU families in many ways (Table 1). Upon 
admission, FSSs will reach out to families 1-2 days after admission, 
introduce themselves, and give them a self-care packet, breastmilk 
bag with icepacks, a NICU stay booklet that outlines caring for 
the baby in the NICU, coping as a NICU parent, getting ready for 
discharge etc., skin to skin brochure, and First 5 resource guides. 
FSSs connect with families in person or by phone once or twice 
weekly to support ongoing needs. They attend family conferences 
with the NICU team with the families’ consent for their presence. 
In addition, they provide additional support to families when their 
babies are critically ill or dying. FSSs administer family satisfaction 
surveys 7–8 days after the infant is admitted into the NICU and 
around discharge time.

Furthermore, they often stay in touch with families following NICU 
discharge on an as-needed basis. They work closely with our 
home follow-up program and High-Risk Infant Follow-up program 
team. They reach out to the appropriate program staff to ensure 
that parental needs are met during NICU stay and after discharge.

Family Education Specialist 

The bedside nurses provide education for families and training 
explicitly related to their infant’s care at beside. However, learning 
in a stressful environment like NICU can be challenging and 
overwhelming. Based on the brain state model, learning is better 
when one is not in a survival or emotional state but in the executive 
state and ready to learn. To overcome this barrier, our designated 
FES provides individual and group family education and training 
away from patient care activities to ensure a calm and stress-free 
learning environment. 

The FES is a former bedside nurse with the experience of having 
a preterm infant. She focuses on reviewing discharge teaching, 
including baby care and CPR classes. In addition, she facilitates 

“Peer support from NICU graduate 
parents can help mitigate some of the 
stressors the current NICU parents face 
after admission, through the hospital 
stay, and during the transition from 
the NICU to home. In this peer support 
model, the NICU graduate parent shares 
a similar lived experience with the NICU 
parent, and the care provided usually 
involves sharing information/resources, 
emotional support, and encouragement.” 

Figure 1. SCVMC family-centered care program timeline 
FCC – family-centered care, SUD – substance use disorder, MAT – medication-assisted treatment.
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scrapbooking sessions that bring multiple NICU families together 
and allow them to connect as an informal support group. 

FCC Director

In the early years of our program, a NICU provider or a staff 
member served as the FCC director and worked closely with the 
FCC team. With the expansion of the FCC team and its activities, 
we recognized that the program required an FCC director whose 
sole responsibility is to lead and work with the FCC team to ensure 
the consistency and effectiveness of the FCC for sustaining 
success and program growth. 

The director of our FCC program is a developmental psychologist 
with her own experience of pregnancy loss at 23 weeks. The 
director oversees weekly structured communication within the 
FCC team and between the FCC team and NICU staff. She 
plays a key role in improving team dynamics, accountability, and 
transparency of the FCC team’s work, actively disseminating FCC 
achievements to NICU staff. Lastly, the director is also responsible 
for program building and expanding the breadth of services the 
team offers both within and outside the NICU. 

Enriching Family Experience:
A fundamental goal of the FCC team is to enrich and bring reprieve 
from stress for NICU families and help build positive, lasting 
memories. Weekly scrapbooking sessions are one of the favorite 

activities for many of the families. The scrapbooking sessions 
away from the bedside help them relax in a calm environment 
as they connect and focus on creating positive memories of their 
NICU stay. In addition, the team organizes family-friendly activities 
to celebrate special occasions throughout the year, including 
Christmas, Thanksgiving, Halloween, New Year, Valentine’s Day, 
Mother’s Day, and Father’s Day. They take photographs of babies 
in special holiday outfits and create mementos for the families. 
These occasions also provide opportunities to connect with other 
NICU families in a relaxing environment and to support each 
other. NICU family picnics and NICU reunions are occasions for 
current NICU families and graduate NICU families to interact with 
NICU staff and other families. In 2019, the FCC team worked 
with the March of Dimes to design and create a Wall of Hope that 
adorned the walls of our NICU. The “Wall of Hope” consists of 
several beautifully written stories of NICU babies who survived 
and thrived after their journey in the NICU. The stories and the 
pictures of the NICU graduates offer hope to new NICU families 
as they embark on what can sometimes be a scary journey. 

While these FCC activities likely occur in many other NICUs, 
our FCC team has overcome many barriers to provide them to 
underserved families in a safety net hospital consistently, weekly, 
year after year, over a decade.

“The director oversees weekly structured 
communication within the FCC team 
and between the FCC team and NICU 
staff. She plays a key role in improving 
team dynamics, accountability, and 
transparency of the FCC team’s 
work, actively disseminating FCC 
achievements to NICU staff. Lastly, the 
director is also responsible for program 
building and expanding the breadth of 
services the team offers both within and 
outside the NICU. ”

“Based on the brain state model, 
learning is better when one is not in a 
survival or emotional state but in the 
executive state and ready to learn. To 
overcome this barrier, our designated 
FES provides individual and group 
family education and training away from 
patient care activities to ensure a calm 
and stress-free learning environment.” 

Table 1. Structure of FCC team and Roles of FSS

Understand our NICU families’ needs and learn their strengths and challenges. 
Provide peer support for NICU families by sharing their lived experiences.
Encourage families to express their needs, concerns, and suggestions and participate in their babies’ care. 
Encourage families to do skin-to-skin kangaroo care, comfort touch, read, breastmilk feeding, and pumping.
Organize activities to reduce families’ anxiety and stress and connect NICU families.
Provide additional support to families when their babies are critically ill or dying.   
Facilitate family-NICU staff partnership to improve family experience and infant outcomes. 
Communicate with NICU leadership and staff to provide family feedback to improve NICU care. 
Provide family’s perspective to the NICU team by participating in NICU meetings.
Facilitate staff education on topics relevant to family-centered care.
Communicate with Home Follow-up and High-Risk Infant Follow-up program staff. 
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FCC Team as Clinical Care Partners:
The FCC team participates in regular clinical care meetings to 
advocate for the NICU families. They attend weekly NICU clinical 
rounds and multidisciplinary rounds. They remind the clinical care 
team of the trauma of the NICU family experience and advocate 
on behalf of the NICU families. The FCC team provides feedback 
from families to medical staff at the weekly meetings and shares 
findings from the patient satisfaction survey in monthly division 
meetings. The team members liaise regularly with the NICU social 
worker and work collaboratively to support family members. Thus, 
the FCC team and their feedback are considered critical to the 
NICU clinical care decision-making as we reflect the “voice of the 
family.” 

The FCC team actively participates with NICU staff in unit 
improvement activities. They advocated for improving discharge 
readiness by highlighting the parents’ feedback on being 
overwhelmed with information at discharge. They suggested 
addressing language barriers in non-English language Preference 
families and the educational needs of some families with limited 
literacy to understand the information in patient handouts. In 2022, 
the FCC team helped establish a Voice of the Patient (VOP) panel 
to engage with NICU leadership and staff to raise awareness 
about the family experience in the NICU and help create a culture 
of respect for our families. Based on the discussions with the VOP, 
recommendations were brought on how to communicate daily and 
effectively with families. In 2023, the FCC team helped establish 
a Family Staff Advisory Council (FSAC) that provides feedback on 
several issues pertaining to families, such as welcome to NICU 
videos for new families and family friendliness in handouts given to 
families. They educate staff on appropriate ways to communicate 

with and about families, given that families go through intense 
trauma during their journey in the NICU.

FCC Team Participates in Staff Education 

A critical area that the FCC team participates in and contributes 
to is NICU staff education in the monthly division meeting. They 
helped educate NICU staff on appropriate ways to communicate 
with and about families, given that families may have histories of 
trauma and go through intense stress during the NICU journey. 

The FCC team participates in FCC advocating activities and 
conferences organized by local, state, and national/international 
organizations, like March of Dimes, Vermont Oxford Network, 
California Perinatal Quality Care Collaborative (CPQCC) FCC 
taskforce, where they learn and share their experience both 
within and outside our institution. They share webinars and grand 
rounds from March of Dimes and other organizations on topics 
of trauma-informed care, staff burnout, and the trauma of NICU 
family experience. 

FCC Team Training and Education:

The professional growth of our FCC team is an essential 
component of program development. All FCC team members 
have received customer service training and informal training from 
the medical social worker on how to support the NICU families 
from the medical social worker. One FSS has undergone further 
training as a family advisory council member of CPQCC and 
parent-family partner training certification. The FSS is currently 
undergoing lactation educator training as well. Our goal is to 
standardize and provide additional training for all team members 
on how best to support the families.  

Measuring Program Impact:

Ongoing data collection for measuring the impact and success of 
any program is critical to the program’s sustainability. The FCC 
team collects such data regularly and submits this quarterly and 
annually to our funding agency. These data include:

• Process Measures: Demographics report to show how many 
families our FCC team supports.

• Outcome Measures: Breastmilk feeding rate at the time of 
discharge, any breastmilk feeding, and neonatal abstinence 
syndrome reports are outcomes that have been shown to 
improve with family-centered care.

“A fundamental goal of the FCC team is 
to enrich and bring reprieve from stress 
for NICU families and help build positive, 
lasting memories.” 

“The FCC team participates in regular 
clinical care meetings to advocate for the 
NICU families. They attend weekly NICU 
clinical rounds and multidisciplinary 
rounds...and advocate on behalf of the 
NICU families. The FCC team provides 
feedback from families to medical staff at 
the weekly meetings and shares findings 
from the patient satisfaction survey in 
monthly division meetings. The team 
members liaise regularly with the NICU 
social worker and work collaboratively to 
support family members.” 

“A critical area that the FCC team 
participates in and contributes to is NICU 
staff education in the monthly division 
meeting. They helped educate NICU staff 
on appropriate ways to communicate 
with and about families, given that 
families may have histories of trauma 
and go through intense stress during the 
NICU journey.” 
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• Success Stories: The NICU families share details of their 
NICU journey with the FCC team. The team regularly 
collects this qualitative information in the form of quotes and/
or success stories from NICU families that spotlight their 
experience in the NICU, what worked, what did not work, 
and how they felt overall about the support provided in the 
NICU.

• The Family Satisfaction Survey is administered twice by the 
FSS, a week after NICU admission and once after discharge. 
The questions on the satisfaction survey center around 
various topics, such as courtesy of front desk staff, how well 
nurses and providers treated families, and how well they 
were prepared for discharge on a Likert scale (very satisfied, 
satisfied, neither satisfied nor dissatisfied, dissatisfied, very 
dissatisfied). Table 2 shows the list of questions in the survey, 
and Figure 2 shows a recent summary of the results of the 
discharge survey.

Barriers to implementing FCC team:

NICU staff accepting the FCC team members as essential 
members of the clinical team is the key to the success of an FCC 
program. While our NICU staff acknowledged the importance 
of the FCC, it took time to recognize the role and value of a 
designated FCC team in the NICU. Initially, introducing our first 
FSS in the unit met resistance from nursing staff and medical 
social workers. There were concerns about confidentiality and 
confusion about the role of FSS. Nursing staff felt that they 
were the family advocates and that there was no need for FSS. 
Medical social workers were concerned that the FSS was not 
adequately trained to talk about social issues, especially when 
the FSS was helping mothers with SUD, informing them of the 
available treatment programs. We clarified the roles of the FCC 
team and arranged for them to get training from social workers. 
Participation in clinical meetings and close communication with 
NICU staff gave the FCC team opportunities to provide their 

Table 2   Family Satisfaction Survey Questions

Overall, how satisfied were/are you with:
1. Your experience in the NICU?
2. Courtesy of the front desk staff?
3. NICU nurses involving you in the care of your infant?
4. NICU doctors/providers involving you in caring for your infant?
5. The respect shown to you and your family by the NICU staff?
6. The explanation given to you about why tests, procedures and/or medical treatments were performed on your infant?

7. The help you receive from our parent support/family-centered care (FCC) team?
8. The teaching you receive to take care of your infant after discharge?
9. What information did NICU staff give about you about your infant’s follow-up appointments after discharge?
10. The overall help given to you by NICU staff?
11. NICU providers call you during rounds every day to give you daily updates on your baby.
12. Are interpreter services offered in the NICU (by a person or tablet)?

Figure 2 Post Discharge Family Satisfaction Survey result
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perspective and input to address family/social issues. Over time, 
NICU staff recognized that families were more open to FSS and 
often felt more comfortable connecting and communicating with 
FSS, which helped establish trust and communication between 
families and NICU staff. Thus, staff came to accept FSS and value 
their services, often relying on them to communicate with families 
effectively. This change in the culture of seeing the FCC members 
as integral parts of the clinical team laid the foundation for the 
successful implementation of FCC in the NICU.

Key Components of the FCC Program:

Establishing a well-integrated family-centered care system in a 
safety net NICU requires several components to be in place: 

(1)  a strong peer support presence in the NICU helps provide 
support to families through their NICU journey. Given the 
population served by our NICU, it is essential to have an 
FCC team that reflects the population served; 

(2)  equally significant, FCC members in safety net NICUs 
like ours must occupy paid positions sustainably. Indeed, 
we would argue that every NICU should consider having 
dedicated, paid FCC team members who are considered 
employees of the NICU; 

(3)  an essential component of this system is fostering pro-
gram development. Given the busy workload of NICU 
staff, employing a dedicated program director is crucial to 
strengthening and growing the FCC program. The director 
is responsible for establishing accountability and transpar-
ency of the team’s work with NICU leadership and fostering 
active, structured communication both within the team and 
between the team and NICU staff; 

(4)  integration of the FCC team into the clinical team is essen-
tial to maintain regular lines of communication and amplify 
the voice of the families. The FCC team should be con-
sidered to represent the true voice of the NICU families at 
weekly meetings; 

(5)  all QI activities must be informed and participated by NICU 
families, which has become a responsibility of our FCC 
team; 

(6)  continuous NICU staff education on the value of FCC to 
change unit culture; and 

(7)  a supportive hospital and NICU leadership that believe in 
the value of FCC is fundamental for the effectiveness and 
sustainability of FCC in clinical practice. Our future efforts 
will further emphasize the role of families in individualized 
medical and developmental care and provide qualifiable 
evidence to advocate for FCC as an integrated part of clini-
cal practice in all NICUs.

Conclusion:

FCC is necessary for improving the quality of care and outcomes 
of high-risk infants and their families’ well-being. Our 15-year 
journey has built a strong, effective, and sustainable FCC program 
that has transformed the culture of our unit and helped thousands 
of NICU families. A NICU mother best summarizes the impact of 
our FCC program: “The memories of this place and what all the 
NICU staff did for me truly hit six months after discharge when your 
baby is hitting their milestones, and they are starting to become 
healthy. You look back and realize how much hope the NICU gave 
you. The stories that I heard from my Family Support Specialist 
and other mothers, and the encouragement that I received from 
the NICU staff was so profound when I got to the other side—I 
realized how much they carried me through that time when I was 
in the NICU.” 
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