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Abstract 
Parents’ involvement in the care of their infants in the neonatal intensive care unit (NICU) is critically important, leading 
many NICUs to implement policies and practices of family-centered care (FCC). Analyzing narrative interviews, we 
examined whether mothers of premature infants who participated in an intervention to help reduce anxiety, stress, and 
depression felt that their NICU experience reflected four key nursing behaviors previously identified as being necessary 
to achieving FCC. Fifty-six narratives derived from semi-structured interviews with the mothers were analyzed 
qualitatively and quantitatively to examine whether the women experienced emotional support, parent empowerment, 
welcoming environment, and parent education, as well as whether differences in reported experiences were related to 
sociodemographic factors or maternal coping styles. Overall, the mothers reported more negative than positive 
experiences with respect to the four behaviors, and those who had negative interactions with the hospital staff felt a 
sense of disenfranchisement and failure as mothers. Sociodemographic factors and coping styles were significantly 
associated with the mothers’ perceptions of their experiences, although these relationships were not consistent. 
Achieving actual FCC in the NICU may require parent-informed evidence-based changes in NICU personnel training 
and infrastructure. 
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Introduction 
 
The premature birth experience can happen to any mother 
indiscriminate of income, education level, or race, making 
it an interesting condition to examine when considering 
the patient experience. Women who give birth prematurely 
often experience stress, anxiety, depression, and a sense of 
loss or fear, while their infants are in the neonatal intensive 
care unit (NICU).1–3 When staff support for parents of ill 
children is inconsistent, parents worry about how involved 
they should be in their children’s care, which can produce 
feelings of inadequacy, and confusion.1,4  However, 
hospitals that successfully adopt a family-centered care 
(FCC) approach, where families are more engaged in 

infant care, and more involved in decision-making, have 
improved outcomes for both mothers and their infants.5,6 
A systematic review by Cleveland7 identified four nursing 
behaviors important for helping parents cope with the 
NICU experience: (1) emotional support, where 
supportive communication and information-sharing with 
the nursing staff result in parents feeling supported; (2) 
parent empowerment, including parents being involved in 
decisions about their infants’ care; (3) a welcoming 
environment with supportive unit policies, conveyed by 
the attitude and actions of the staff; and (4) parent 
education with opportunities for parents to practice new 
skills through guided participation, thereby helping them 
to feel more enfranchised.  
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Recognizing that parents are important contributors to 
quality care of their children, hospitals are increasingly 
emphasizing FCC8 and evaluating whether FCC fosters 
parent engagement and satisfaction with care.9,10 Several 
studies have shown that interventions designed to improve 
communication and maximize the FCC approach can be 
delivered successfully,11,12 but some have indicated that 
implementation of FCC policies may require additional 
education, training, and resources to truly be effective.12 
 
Two NICU-focused studies found that the discrepancy 
between parents’ expectations of what care should be and 
its actual reality was associated with a lack of satisfaction 
with care, and confirmed that perceptions of care play a 
large role in parent satisfaction.13,14 Similarly, a relationship 
between maternal social support (both in and out of the 
hospital) and satisfaction with infant care has consistently 
been observed.13,15 Racial, ethnic, and socioeconomic 
disparities in satisfaction with healthcare are well 
documented.16,17 A 2006 FCC study of children with 
special healthcare needs found that Black and Hispanic 
parents were twice as likely as White parents—and 
Spanish-speaking parents four times as likely—to report 
dissatisfaction with their children’s care, partly because of 
healthcare workers’ lack of respect for culture and customs 
and parent exclusion from decision-making processes.18  
 
Some evidence suggests that coping style affects maternal 
anxiety in the NICU and subsequent development of 
symptoms of post-traumatic stress disorder,19 although the 
role of mothers’ coping style in feeling satisfied with their 
infants’ care remains unclear. Factors such as symptoms of 
anxiety and depression have also been linked to mothers’ 
satisfaction with a maternal engagement intervention in 
the NICU.20 However, data on a possible association 
between maternal psychosocial factors and satisfaction 
with NICU care remain limited. 
 
The current study, conducted in two FFC practicing 
California Bay Area hospitals, investigated whether 
maternal perceptions of their interactions with NICU 
personnel reflected the presence or absence of the nursing 
behaviors. We sought to answer the following questions:  
1) Did the mothers of premature infants spontaneously 
describe experiencing the four nursing behaviors that are 
important for FCC?;  and (2) What were the 
characteristics, including sociodemographic factors and 
coping styles, of mothers who were most and least likely to 
endorse experiencing these behaviors?  
 

Methods 
 
Participants 
Mothers of premature infants were recruited into a 
previously described randomized controlled trial21,22 to 
evaluate whether a six-session psychosocial/educational 
intervention reduced their symptoms of emotional stress. 

The current study included 56 English- or Spanish-
speaking mothers who completed the interventional arm 
of the trial, during which they created a narrative of their 
experience in the NICU. The trial was approved by the 
institutional review board of Stanford University. 
 
Measures 
The following self-reported sociodemographic 
characteristics were recorded for each participant: age, 
race, ethnicity, education level, employment status, 
household income, primary language, number of previous 
children and previous premature births, and previous 
reproductive trauma. Maternal coping style was evaluated 
by administering Brief COPE,23 a 28-item instrument that 
assesses coping style with respect to 14 dimensions (Table 
1). At study entry, mothers were asked to rate the extent to 
which they had been using each coping behavior since 
delivery of their infants on a fully anchored four-point 
scale, from “I haven’t been doing this at all” to “I’ve been 
doing this a lot.” Only one mother reported using alcohol 
or drugs to cope, so responses relating to this behavior 
were dichotomized (none vs. any) for the analyses. 

 
Table 1.  Brief COPE23 dimensions 
 

Coping 
Dimension 

Maternal behavior related to 
dimension 

Active Coping Actively trying to deal with NICU 
situation 

Planning Making plans for managing NICU 
situation or baby’s release 

Positive 
Reframing 

Looking for positives/benefits of the 
situation for baby or herself 

Acceptance Accepting NICU situation, coming to 
terms with challenges 

Humor Using humor to handle challenges of 
NICU situation 

Religion Seeking comfort in religion 

Using 
Emotional 
Support 

Actively seeking or accepting 
emotional support  

Using 
Instrumental 
Support 

Actively seeking or accepting advice 
from medical team 

Self-
Distraction 

Turning to activities to think less 
about situation 

Denial Unable to believe what is happening 
or to accept baby’s condition 

Venting Expressing negative feelings  

Substance Use Using alcohol or drugs to feel better 
or manage situation 

Behavioral 
Disengagement 

Has given up trying to deal with 
situation 

Self-Blame Blaming herself for what has 
happened 
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Semi-structured interviews 
The content of maternal narratives solicited during one of 
the intervention sessions was used to create the eight 
perception outcomes relating to the nursing behaviors in 
this study. The researchers guided each mother through a 
semi-structured interview focusing on the pregnancy, 
birth, and NICU experience, including the effect of these 
experiences on the mother and the family. Interviews 
lasted from 20 to 70 minutes, depending on the level of 
detail provided by the interviewees. The interviews were 
recorded, transcribed, and translated if necessary, for 
subsequent analysis.  
 
Analysis of narratives 
Using qualitative content-analysis techniques,24 two coders 
analyzed the transcriptions of the narratives, identifying 
quotations where mothers spontaneously described 
experiencing the presence or absence of the four nursing 
behaviors (eight total outcomes). Narratives were initially 
coded independently, and any discrepancies in assigned 
codes were subsequently reconciled during discussions 
between the coders. For each narrative, the positive and 
negative comments related to each nursing behavior were 
counted. 
 
Statistical analysis 
Data were summarized using counts and percentages for 
categorical responses and means and standard deviations 
for normally distributed measures. Associations of 
maternal characteristics and coping styles with any positive 
or negative comments related to parent education with 
opportunities to practice were examined using logistic 
regression, as 96% of the sample had either 0 or 1 
comment for these outcomes.  For the other three nursing 
behaviors, associations with the number of positive or 
negative comments were examined using Poisson 
regression, with the total number of comments as the 
offset.  All regression analyses were adjusted for hospital 
as a design.  Results of the logistic regression analyses are 
summarized using odds ratios (OR) and 95% confidence 
intervals (CIs), while Poisson regression analyses are 
summarized via rate ratios (RR) and 95% CIs.  Statistical 
significance was set at .05 and no adjustments were made 
for multiple comparisons.  SAS version 9.3 (SAS Institute, 
Inc, Cary, NC) was used for all analyses. 
 

Results 
 
Participants 
The sample consisted of mothers with an average age of 
34.0 (± 6.5) years.  Nearly 60% were born in the U.S., and 
41% were White, Non-Hispanic (Table 2). Those 
categorized as “Other races” represented a variety of 
different groups in small numbers, including Pacific 
Islander, South Asian/Indian, East Asian, and African 
American, and many were foreign born. Seventy percent 

of mothers reported that this was their first child, and 16% 
had a history of a previous reproductive health trauma. 

 
The total number of comments per narrative ranged from 
17 to 73 (median= 30). Overall, 57% of the comments 
were unrelated to the four nursing behaviors, 29% were 
negative comments pertaining to the behaviors, and 14% 
were positive. Most mothers made both positive and 
negative comments regarding parent empowerment (79%), 
emotional support (68%), and welcoming environment 
(52%); whereas, 14%, 28%, and 46%, respectively, had 
only negative comments about these behaviors. Mothers 
made significantly more negative than positive comments 
about emotional support and welcoming environment 
(p<0.001). Only 16% of mothers had positive comments 

Table 2. Maternal Characteristics 
 

 N (%) or 
Mean ± SD 

Age (mean ± SD) 34.0 ± 6.5 

Race/Ethnicity  

  White, Non-Hispanic 23 (41.1%) 

  Hispanic 16 (28.6%) 

  Other 17 (30.4%) 

Primary Language is English 33 (58.9%) 

Born in U.S. 33 (58.9%) 

Education  

   Less than college 17 (30.4%) 

   College degree 19 (33.9%) 

   Post-graduate degree 20 (35.7%) 

Employed  39 (69.6%) 

Married/cohabitating 53 (94.6%) 

Household income  

   <$50k 15 (26.8%) 

   $50-$99k 9 (16.1%) 

   ≥$100k 30 (53.5%) 

   Missing 2 (3.6%) 

First child 39 (69.6%) 

Other preterm children 5 (8.9%) 

Prior reproductive health 
trauma 

9 (16.1%) 
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and 25% had negative comments about parent education 
with opportunities to practice.  
 
The participants expressed global feelings of anger and 
frustration, along with perceptions of maltreatment, 
thereby endorsing negative iterations of all four behaviors, 
as this quote by a Spanish-speaking participant illustrates. 
 
Yes, it increases my desire to be there [the hospital], because when I 
went there and he was cold, I told my husband, and if we don’t go, he 
[the baby] has an hour and a half before eating, and if we don’t go 
during that 1.5 hours, [the nurses] won’t check him, they won’t check 
to see if he’s cold. . . . Because this baby doesn’t cry. He doesn’t cry. 
He doesn’t complain, he doesn’t do anything, he’s just lying there, or 
he moves, but if they don’t turn around and look, if the machine 
doesn’t sound, then they won’t look at him. I mean, I don’t expect 
them to hold him, or console him, but just to watch him to make sure 
he’s okay. 
 
 

Emotional support 
A higher level of education, being employed, and higher 
household income were significantly related to positive 
comments about emotional support (Table 3). Mothers 
with a college degree made positive comments at a rate 2.5 
times higher than that of mothers with less education. 
Among employed mothers, the positive-comment rate was 
88% higher than among those not working. A household 
income above $50,000 was associated with twice the rate 
of positive comments as an income under $50,000.  
With respect to negative emotional support comments, the 
rate increased by 3% for each year increase in maternal age 
and was 74% higher among mothers who had a previous 
preterm delivery compared with those who did not. Each 
one-point increase in the Brief COPE score for active 
coping style was associated with a 15% decrease in the rate 
of negative comments.  
 
The comments about the presence and absence of 
emotional support indicated that a mother’s belief that she 

 
Table 3: Maternal characteristics and coping styles significantly associated with comments about emotional 
support* 
 

 Emotional Support 

 Positive  Negative 

Characteristic RR (95% CI) p-value RR (95% CI) p-value 

Age ---- ---- 1.03 (1.00, 1.05) .04 

Education†     

     Less than college reference .02 ---- ---- 

     College degree 2.51 (1.29, 4.88)    

     Post-graduate degree 1.78 (0.92, 3.47)    

Employment     

     Not employed reference .03 ---- ---- 

     Employed 1.88 (1.06, 3.33)    

Household income‡     

   <$50k reference .03 ---- ---- 

   $50-$99k 2.83 (1.30, 6.13)    

   ≥$100k or no answer 2.23 (1.13, 4.40)    

Other preterm children     

     No ---- ---- reference .01 

     Yes   1.74 (1.14, 2.65)  

 Active coping style ---- ---- 0.85 (0.76, 0.94) .003 

* Poisson regression analyses adjusted for hospital with total number of comments as the offset. 
†  Post-graduate degree vs. college degree: RR = 0.71 (95% CI: 0.44, 1.13) 
‡  ≥$100k or no answer vs. $50-$99k:  RR = 0.79 (95% CI: 0.46, 1.35) 
----  indicate that the variable was not statistically significant.   
RR: rate ratio. CI: confidence interval. 

 



Does she think she’s supported?, Lilo et al. 

 

 
 
Patient Experience Journal, Volume 3, Issue 1 – Spring 2016 19 

had support had a substantial impact on her level of stress, 
acceptance of the situation, and ability to cope. Thus, 
mothers reported feeling a need to bond with the nurses, 
who provided emotional support and built trust for 
mothers, to feel comfortable leaving their babies at the 
hospital. 
 

All of the nurses. . . .They were wonderful. Just, you never realize 
someone else’s job until you see them do it. Not just for our babies 
but everyone’s. It’s kind of an emotional thing for both my 
husband and I, because they’re so loving with all the babies. So 
specialized in what they’re doing. And, they enjoy what they’re 
doing. So, that really helped us to be able to go home each day. 

 
Many mothers also reported how important pumping 
breast milk was for them because it offered involvement in 
the NICU and help with their infants’ care, despite the 
challenge of generating milk after an early delivery. 
Comments about breastfeeding indicated the importance 
of emotional support provided by lactation consultation. 

 
She [the NICU lactation consultant] wasn’t judgmental at all, 
and her first question was, “do you have any sort of hormonal 
imbalances that might be leading to this?” And, it was the first 
time anyone had said it. And I was like, “oh well actually I have 
this,” and she’s like, “well that’s what it is; you can’t do more 
than what you’re doing, you don’t have whatever”—and I don’t 
know what it is, but I mean she knew right away. She knew 
enough to ask that question. So now, I felt like, she was like, 
“actually you’re doing phenomenally well given that.” 

 
Other comments indicated that the NICU staff failed to 
recognize that the NICU experience could be a 
bewildering and traumatic experience for parents, even 
when routine for the staff. 
 

I think after she was born there were a couple times early on when 
they [medical team] referred to her as a “very sick little girl” or, 
you know, “the honeymoon is over and now the roller coaster 
begins,” and this was after the first week, where I felt like I had 

already been on a roller coaster. “If this treatment doesn’t work, 
what’s the next option?” and some of them saying “Oh, there are 
no other options”—those unclear or end-of-life kind of statements 
were stressful, for sure. 

 
Mothers also described feeling judged by the medical staff 
for not doing enough, doing too much, or being too 
demanding, resulting in feelings of guilt, anger, and 
frustration. 

 
When I walked in, the first thing she [the nurse] said to me was 
“it’s really important for you to be here a lot.” They have this 
rotation so she hadn’t really noticed us before or hadn’t realized 
that we are here all the time. And, my first thought was like, are 
we not here enough? We’re here all the time. What are you 
saying? What are you saying? And she said, “at the 8:30 
feeding he was really awake and alert. And I gave him a bottle. 
You weren’t here to breastfeed.” OK, so let’s think about all the 
buttons: you’re not here enough, you weren’t here to breastfeed, I 
gave him a bottle. 

 

Parent empowerment 
No maternal sociodemographic characteristic was 
significantly associated with positive or negative comments 
about parent empowerment. However, greater use of 
denial coping style was significantly associated with a lower 
rate of positive comments (Table 4). Any substance use 
versus none as a coping strategy was linked to a higher rate 
of negative comments. 
 
Mothers expressed that being kept informed and knowing 
what to expect helped alleviate their sense of a lack of 
control over the situation. 

 
I think it really did help me talk to the doctors and nurses to 
know . . . what’s going on and what’s next for him. . . . If 
anything, I felt good talking to them and the nurses and knowing 
about his progress, how he is doing, what is to be expected later of 
him, and how soon he can recover. 

 
Table 4: Maternal characteristics significantly associated with comments about parent empowerment* 
 

 
 

Parent Empowerment 

 Positive Negative 

Characteristic RR (95% CI) p-value RR (95% CI) p-value 

Substance use coping style     

     None ---- ---- Reference .009 

     Any   1.90 (1.17, 3.09)  

Denial coping style 0.84 (0.74, 
0.95) 

.007 ---- ---- 

* Poisson regression analyses adjusted for hospital with total number of comments as the offset. 
----  indicate that the variable was not statistically significant.   
RR: rate ratio. CI: confidence interval. 
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In contrast, mothers who felt as if they did not know what 
was going on or thought that the staff was not paying 
sufficient attention to them or their infant started 
questioning themselves and their infant’s care. 

 
I was an emotional wreck, ‘cause I’d go and they [the twins] were 
actually both doing quite well, but almost all the time the nurses 
that were watching them were on break or working on other 
babies, and my babies were—you know I never had anybody to 
talk to. Several times, I went in there, you know either by myself, 
or with [my husband], or with a friend, like “who can I talk to 
about my babies?” “Oh she’s on break”—you know, that kind 
of thing. So it was emotional. I was a little angry. 

 
Welcoming environment with supportive unit policies 
The rate of positive comments on the NICU environment 
was significantly higher among college-educated mothers 
than those with less education, whereas higher scores on 
the planning and self-blame coping style scales were 
associated with a lower rate of positive comments (Table 
5). No maternal characteristics were related to negative 
comments about the environment. 

 
Mothers noted that feeling welcome in the NICU enabled 
them to connect more with the nurses and bond more 
with their infants and that it increased the likelihood that 
they would engage in caregiving tasks. 

 
When I first come in, I always want to see how he is doing and I 
ask the nurses…and I expect to get a whole run-down on what he 
has done since the last time I have seen him…there are a lot of 
moments when there is a lot going on, but even when they are being 
rushed for something it is still kind of calm…especially when I am 

holding [baby] it is really peaceful and calm just to hold him. So 
maybe I attribute that to the whole NICU.  

 
However, when mothers did not find the NICU staff 
welcoming, they felt restrictions about being engaged in 
their infants’ care, leading to feelings of frustration and 
disengagement from their infants.  

 
At the beginning in the NICU there was – I think in general 
they tried to kind of limit how we interacted with her, or when. 
Which makes sense because she was new; they had to protect her 
and make sure she was okay. But it felt…awkward, and it 
kind of frustrated me a little bit with the nurses that kind of had 
ideas of what we should be doing and how everything should go. 
And we just had to kind of do that.  

 
Many mothers also found the NICU itself very harsh and 
unwelcoming, which caused a great deal of stress. 

 
Definitely the loudness. Especially after they say they want to 
keep it as quiet as possible…Also, just the brightness. I’m 
actually amazed at how bright these rooms get. And, they don’t 
care. I thought it would be low lights, low noise, a very quiet 
environment. Maybe the bells would still be going off because they 
need to know. I just feel like everyone is loud…They’re loud, 
they’re moving things, and they slam doors and [the baby] will 
jolt when they slam. 

 
Parent education with opportunities to practice 
Non-Hispanic, non-White mothers had significantly higher 
odds of making a positive comment about parent 
education then did White, non-Hispanic mothers (Table 
6). Compared with college-educated mothers, those having 
a postgraduate degree had a 6.6-fold increased odds of 
making a negative comment. 

 
Table 5: Maternal characteristics significantly associated with comments about the NICU environment* 
 

 Welcoming Environment 

 Positive  Negative 

Characteristic RR (95% CI) p-value RR (95% CI) p-value 

Education†     

     Less than college Reference .01 ---- ---- 

     College degree 3.46 (1.48, 8.08)    

     Post-graduate degree 1.98 (0.84, 4.71)    

Planning coping style 0.81 (0.68, 0.97) .02 ---- ---- 

Self-blame coping style 0.84 (0.74, 0.97) .02 ---- ---- 

* Poisson regression analyses adjusted for hospital with total number of comments as the offset. 
†  Post-graduate degree vs. college degree:  RR = 0.57 (95% CI: 0.32, 1.03) 
----  indicate that the variable was not statistically significant.   
RR: rate ratio. CI: confidence interval. 
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The participants relied on the NICU nursing staff both to 
take care of their infants and to teach them how to do so. 
Mothers felt that they needed practice performing care 
activities to feel confident that they would have the 
necessary caregiving skills for their newborns after 
discharge. 

 
The nurses tried to help me . . . learn how to feed him and change 
the diaper and stuff like that, ‘cause I had never changed a diaper 
before. They were just really helpful, ‘cause I hadn’t made it to my, 
you know those educational classes about how to take care of a 
baby—that was scheduled for [after baby was actually born]. So, 
they were just altogether wonderful, they really helped a lot. 

 
When mothers did not feel as if they were given 
opportunities to learn, they felt a sense of failure as a 
parent. 

 
So when I changed the diaper and there was just pee everywhere 
and the nurse was getting off shift, and this was going to take her 
time to have to redo all the bedding. So she got frustrated. Or, not 
really frustrated, just anxious that she had to do that. She just 
kind of jumped in. I was changing it and he started to pee and I 
said “Oh my god he’s peeing” and she said “Aah ooh! Ok!” And 
just took over. And, I just felt horrible. I felt like I had completely 
failed in all aspects of parenting at this point. . . . If she would 
have laughed about it or said “Oh, it happens to everybody” 
instead of getting all “I’ve gotta take care of this right now, because 
clearly you can’t.” That was hard. That was really hard. 

 

Discussion 
 
Sociodemographic factors 
Our study found evidence that, overall, FCC as practiced 
in the participating NICUs did not meet maternal 
expectations. Moreover, no clear general pattern emerged 
regarding associations between perceptions of care and 
maternal characteristics, although, as in previous 
studies,15,17 some relationships were observed.  
 
A higher level of maternal education was associated with a 
greater number of positive statements about emotional 
support and the NICU environment, but more negative 
statements about parent education with opportunities for 
practice. This indicates that highly educated mothers 
notice and appreciate feeling welcomed and supported and 
have a greater need to feel that they are being given 
opportunities to actively participate in their infant’s care. 
These mothers may feel that they are due a certain level of 
support, communication, and inclusion, whereas less 
educated mothers may feel more intimidated and less 
comfortable with active care-giving responsibilities. 
Mothers not given an opportunity to participate in their 
infants’ care reported feeling disenfranchised, a finding 
consistent with maternal disengagement.1,25  
 
Non-Hispanic, non-White mothers may have made more 
positive comments about parent education with 
opportunities to practice than White mothers because of a 
relatively low expectation of being involved in their 
infants’ care and were thus pleasantly surprised by the 

Table 6: Maternal characteristics significantly associated with the odds of comments about parent education with 
opportunities to practice* 
 

 Parent Education with Opportunities to Practice 

 Positive  Negative 

Characteristic OR (95% CI) p-value OR (95% CI) p-value 

Race/Ethnicity†     

     White, non-Hispanic reference .05   

     Hispanic 0.68 (0.06, 8.27)    

     Other 6.46 (1.06, 39.25)    

Education‡     

     Less than college   reference .05 

     College degree   0.62 (0.09, 4.51)  

     Post-graduate degree   4.10 (0.87, 19.46)  

* Logistic regression analyses adjusted for hospital. 
†  Other vs. Hispanic: OR=9.56 (95% CI: 0.96, 95.28) ‡  Post-graduate degree vs. college degree: OR=6.58 (95% CI: 1.18, 36.77) 
OR: odds ratio. CI: confidence interval. 
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opportunity and guidance offered. It is also possible that 
these mothers had different expectations because many 
were from countries where medical practices, including 
parental involvement in care, may vary from those in the 
United States.  
 
There was a trend for Hispanic ethnicity to be associated 
with fewer positive comments about emotional support. In 
particular, Spanish-speaking mothers reported feelings of 
distress about nurses’ absences at bedside, lacking time to 
attend to their infants, being brusque and unhelpful, and 
leaving babies crying. This finding mirrored those of 
Bergman and Connaughton26, who reported a theme of 
ineffective medical care that caused mothers’ distress 
because they felt that it negatively affected the care of their 
children. Our assessment of mothers’ narratives could not 
determine whether Spanish-speaking mothers received 
different treatment, or if the language barrier precluded 
casual “chatty” interactions with the nurses27 leaving 
mothers feeling unable to build friendly trusting 
relationships with the staff.26 However, the language 
barrier may have affected the mothers’ satisfaction with 
their infants’ care because they could not develop the same 
rapport or easily learn NICU routines and expectations. 
 

Coping factors 
Both positive and negative maternal coping styles were 
previously shown to impact their ability to manage the 
NICU situation.19 Our study found some associations 
between coping style and perceptions of the NICU 
experience as it pertained to nursing behaviors. Mothers 
with lower active coping scores made more comments 
about the lack of emotional support, suggesting that these 
mothers feel less supported in general or are more 
sensitive about their interactions with staff. Mothers with 
low denial coping scores had a greater number of positive 
comments about parent empowerment, possibly indicating 
that those who actively accept the circumstances are more 
able to seek help to feel empowered. 
 
Mothers with low planning and self-blame coping scores 
made more positive statements about the welcoming 
NICU environment. Thus, women who feel less of a need 
to control the situation, or have fewer unfulfilled 
expectations regarding pregnancy and giving birth, might 
be more open to being welcomed in the NICU. Taken 
together, our results suggest that screening NICU mothers 
for coping styles may help to identify those who would 
benefit from additional emotional support, resources to 
feel empowered, or additional engagement with the staff. 
 

Study Limitations 

 
Given the exploratory nature of these analyses, we 
examined the association of multiple maternal 
characteristics for each outcome, increasing the chances of 
a type I error.  Due to the small sample size, this study 

lacked statistical power to detect small effects and 
precluded us from simultaneously adjusting for multiple 
covariates in the regression models.  Participants were 
recruited within a limited geographic area, so the results 
may not be fully generalizable to NICUs elsewhere, 
although parent experiences similar to ours have 
previously been reported.1,7,13,20,28,29 Our participants’ 
narratives were not collected to gather information on the 
nursing behaviors studied, and the mothers may have 
shared different information had they been asked direct 
questions about the behaviors. Finally, the study did not 
include field observations or surveys of nurses, either of 
which might have provided a broader view of the mothers’ 
NICU experience. 
 

Implications for Practice 
 
A mother’s perception of staff support and 
communication, her feelings of empowerment, her sense 
of feeling welcome, and her ability to feel useful as a part 
of the caregiving team greatly influence satisfaction with 
the NICU experience, and is most likely similar to what 
would be found for other critical care settings as well. 
When the four nursing behaviors that promote this 
perception are present, mothers are grateful, feel able to 
connect with their infants, and better manage NICU-
related stress. When these nursing behaviors are absent or 
negative iterations of them are present, mothers feel angry, 
stressed, guilty, and frustrated, and they may become 
disengaged from the NICU and their infants.  
 
The findings of our study indicate that principles of FCC 
were not routinely applied in the NICU despite the 
hospital’s philosophy and commitment to integrate FCC, 
and we suspect that this may be true in other areas of care 
as well.  As a result, many mothers had negative 
interactions with the NICU staff and this interfered with 
the quality of their experiences and their ability to bond 
with their infants.  The findings of our study also suggest 
that to address these issues, hospitals will have to solicit 
greater input from parents as well as cultural training of 
staff and attention to non-English speaking families.   
 
Potential ways to enhance principles of FCC suggested by 
our findings include reorganizing NICU staffing so that 
infants always have a nurse specifically assigned to him or 
her, even when the primary nurse is on break; ensuring 
that staff are available to provide medical information; and 
having a dedicated lactation consultant assigned to each 
mother to increase the maternal sense of being supported. 
Having detailed paper or smartphone updates on their 
infant’s status over the past 24 hours available on arrival in 
the NICU would enhance parents’ understanding of what 
happened in their absence, making them feel more 
empowered. Creation and distribution of handbooks to 
provide information about how to navigate the hospital 
environment, understanding NICU rounds, and hospital 
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services (e.g., food choices, lounge spaces) would help 
parents feel settled and welcome, as would dedicated, 
clean, and comfortable spaces for milk pumping.5,7,11 
 
Our study offers a window into the perceptions of 
mothers of infants admitted to the NICU, thereby 
providing information useful for helping and supporting 
them during a difficult time. The data can inform changes 
that make the goals and practices of FCC match maternal 
perceptions of what it should be. 
 

References  
 
1.  Fenwick J, Barclay L, Schmied V. Struggling to 

mother: a consequence of inhibitive nursing 
interactions in the neonatal nursery. J Perinat Neonatal 
Nurs. 2001;15(2):49-64. 

2.  Franck LS, Cox S, Allen A, Winter I. Parental concern 
and distress about infant pain. Arch Dis Child Fetal 
Neonatal Ed. 2004;89(1):F71-F75. 
http://www.pubmedcentral.nih.gov/articlerender.fcgi
?artid=1721639&tool=pmcentrez&rendertype=abstra
ct. 

3.  Shaw RJ, Deblois T, Ikuta L, Ginzburg K, Fleisher B, 
Koopman C. Acute stress disorder among parents of 
infants in the neonatal intensive care nursery. 
Psychosomatics. 2006;47(3):206-212. 
doi:10.1176/appi.psy.47.3.206. 

4.  Charchuk M, Simpson C. Hope , Disclosure, and 
Control in the Neonatal Intensive Care Unit. Health 
Commun. 2005;17(2):191-203. 
doi:10.1207/s15327027hc1702. 

5.  Bracht M, OʼLeary L, Lee SK, OʼBrien K. 
Implementing family-integrated care in the NICU: a 
parent education and support program. Adv Neonatal 
Care. 2013;13(2):115-126. 
doi:10.1097/ANC.0b013e318285fb5b. 

6.  Gooding JS, Cooper LG, Blaine AI, Franck LS, 
Howse JL, Berns SD. Family support and family-
centered care in the neonatal intensive care unit: 
origins, advances, impact. Semin Perinatol. 
2011;35(1):20-28. doi:10.1053/j.semperi.2010.10.004. 

7.  Cleveland LM. Parenting in the neonatal intensive 
care unit. J Obstet Gynecol Neonatal Nurs. 
2008;37(6):666-691. doi:10.1111/j.1552-
6909.2008.00288.x. 

8.  Committee on Hospital Care. Family-centered care 
and the pediatrician’s role. Pediatrics. 2003;112(3, 
pt1):691-696. 

9.  Wanzer MB, Booth-Butterfield M, Gruber K. 
Perceptions of Health Care Providers’ 
Communication: Relationships Between Patient- 
Centered Communication and Satisfaction. Health 
Commun. 2009;16(3):363-384. 
doi:10.1207/S15327027HC1603. 

10.  Cockcroft S. How can family centred care be 
improved to meet the needs of parents with a 

premature baby in neonatal intensive care? J Neonatal 
Nurs. 2012;18(3):105-110. 
doi:10.1016/j.jnn.2011.07.008. 

11.  Galarza-Winton ME, Dicky T, OʼLeary L, Lee SK, 

OʼBrien K. Implementing family-integrated care in 
the NICU: educating nurses. Adv Neonatal Care. 
2013;13(5):335-340. 
doi:10.1097/ANC.0b013e3182a14cde. 

12.  Biasini A, Fantini F, Neri E, Stella M, Arcangeli T. 
Communication in the neonatal intensive care unit: a 
continuous challenge. J Matern Fetal Neonatal Med. 
2012;25(10):2126-2129. 
doi:10.3109/14767058.2011.648241. 

13.  Van Riper M. Family-provider relationships and well-
being in families with preterm infants in the NICU. 
Heart Lung. 2001;30(1):74-84. 
doi:10.1067/mhl.2001.110625. 

14.  McCormick MC, Escobar GJ, Zheng Z, Richardson 
DK. Factors influencing parental satisfaction with 
neonatal intensive care among the families of 
moderately premature infants. Pediatrics. 
2008;121(6):1111-1118. doi:10.1542/peds.2007-1700. 

15.  Roman LA, Lindsay J, Boger RP, et al. Parent-to-
parent support initiated in the neonatal intensive care 
unit. Res Nurs Health. 1995;18(5):385-394. 

16.  Flores G, Olson L, Tomany-Korman SC. Racial and 
ethnic disparities in early childhood health and health 
care. Pediatrics. 2005;115(2):e183-e193. 
doi:10.1542/peds.2004-1474. 

17.  Weech-Maldonado R, Morales LS, Spritzer K, Elliott 
M, Hays RD. Racial and ethnic differences in parents’ 
assessments of pediatric care in Medicaid managed 
care. Health Serv Res. 2001;36(3):575-594. 

18.  Ngui EM, Flores G. Satisfaction with care and ease of 
using health care services among parents of children 
with special health care needs: the roles of 
race/ethnicity, insurance, language, and adequacy of 
family-centered care. Pediatrics. 2006;117(4):1184-1196. 
doi:10.1542/peds.2005-1088. 

19.  Shaw RJ, Bernard RS, Storfer-Isser A, Rhine W, 
Horwitz SM. Parental coping in the neonatal intensive 
care unit. J Clin Psychol Med Settings. 2013;20(2):135-
142. doi:10.1007/s10880-012-9328-x. 

20.  Holditch-Davis D, White-Traut R, Levy J, Williams 
KL, Ryan D, Vonderheid S. Maternal Satisfaction 
with Administering Infant Interventions in the 
Neonatal Intensive Care Unit. J Obstet Gynecol Neonatal 
Nurs. 2013;42(6):641-654. doi:10.1111/1552-
6909.12255. 

21.  Shaw RJ, St.John N, Lilo EA, et al. Prevention of 
Postpartum Traumatic Stress in Mothers with 
Preterm Infants: a Randomized Controlled Trial. 
Pediatrics. 2013;132. doi:10.1542/peds.2013-1331. 

22.  Shaw RJ, St John N, Lilo E, et al. Prevention of 
traumatic stress in mothers of preterms: 6-month 
outcomes. Pediatrics. 2014;134(2):e481-e488. 
doi:10.1542/peds.2014-0529. 



Does she think she’s supported?, Lilo et al. 

24  Patient Experience Journal, Volume 3, Issue 1 – Spring 2016 

23.  Carver C. You want to measure coping but your 
protocol’s too long: Consider the brief cope. Int J 
Behav Med. 1997;4(1):92-100. 

24.  Hsieh H-F, Shannon SE. Three approaches to 
qualitative content analysis. Qual Health Res. 
2005;15(9):1277-1288. 
doi:10.1177/1049732305276687. 

25.  Cescutti-Butler L, Galvin K. Parents’ perceptions of 
staff competency in a neonatal intensive care unit. J 
Clin Nurs. 2003;12(5):752-761. 

26.  Bergman AA, Connaughton SL. What is patient-
centered care really? Voices of Hispanic prenatal 
patients. Health Commun. 2013;28(8):789-799. 
doi:10.1080/10410236.2012.725124. 

27.  Fenwick J, Barclay L, Schmied V. “Chatting”: an 
important clinical tool in facilitating mothering in 
neonatal nurseries. J Adv Nurs. 2001;33(5):583-593. 

28.  Hurst I. Vigilant watching over: mothers’ actions to 
safeguard their premature babies in the newborn 
intensive care nursery. J Perinat Neonatal Nurs. 
2001;15(3):39-57. 

29.  Hurst I. One Size Does Not Fit All: Parents’ 
Evaluations of a Support Program in a Newborn 
Intensive Care Nursery. J Perinat Neonatal Nurs. 
2006;20(3):252-261. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 


	Patient Experience Journal
	2016

	Does she think she’s supported? Maternal perceptions of their experiences in the neonatal intensive care unit
	Emily A. Lilo
	Richard J. Shaw
	Julia Corcoran
	Amy Storfer-Isser
	Sarah M. Horwitz
	Recommended Citation

	Does she think she’s supported? Maternal perceptions of their experiences in the neonatal intensive care unit
	Cover Page Footnote


	tmp.1461872825.pdf.xJ1Ux

