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ABSTRACT

Objectives To assess perceptions, expectations, and
concerns of parents of preterm infants regarding their
position during hospital admission in the neonatal
intensive care unit.

Design Data were analysed from two studies, using
complementary methods (quantitative and qualitative).
Study | surveyed parents via a questionnaire, and study Il
was a reanalysis of interviews with fathers, collected in a
previous study.

Setting Neonatology department in a French tertiary
care university hospital that promotes the Newborn
Individualised Care and Assessment Program (NIDCAP).
Participants In both studies, participants had a premature
child admitted for any level of care in the neonatal
intensive care unit.

Results For study I, about half (33) of eligible families
participated in the questionnaire survey, and for study I,
we reanalysed interviews with 20 fathers. In both analyses,
parents were satisfied overall with their involvement

in the care of their child. In both studies, however, they
expressed that they had expected to be better informed
about their child’s condition and more involved in medical
decision-making. Parents also reported relational issues
with some healthcare practitioners who made them feel
judged, unheard or not competent to discuss their child’s
case. These concerns were not reported for NIDCAP staff.
Respondents in both studies also described insufficient
contact with physicians and an inability to obtain rest in
the room with their child.

Conclusion Provision of training to healthcare
practitioners regarding information that parents request
and doing so respectfully might be keys to fulfilling
parent-reported needs. Such improvements could facilitate
parental empowerment and involvement.

INTRODUCTION

Premature birth may lead to parent—child
separation, a long hospital stay in neona-
tology and frequent readmission. Under
these conditions, parents often experience
high levels of stress, which can compromise
interactions with their infant, lead to parental
depression and contribute to impairments in
child development.'

,"? Magdalini Dargentas

2 Jacques Sizun

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Despite differing methodological approaches, con-
sistent findings across the two studies suggest ro-
bust results.

= Investigating parent needs in a department where
some staff are already familiar with individualised
care may not be generalisable to all French neonatal
intensive care units.

= Our samples included parents of lower weight and
younger preterm babies, which may have led to
overestimations of average parental needs in these
units.

A family-centred care (FCC) approach is
hypothesised to decrease parental stress by
fostering the parent-healthcare professional
(HCP) relationship through principles of
mutual respect and dignity, parental partici-
pation in care for and decisions about their
baby, information sharing and collaboration
with professionals.2 Aslong as parent perspec-
tives and preferences can be heard, one
opportunity for applying the FCC approach is
during medical rounds when HCPs routinely
share information and make decisions.’ Thus,
the American Academy of Pediatrics recom-
mends family-centred rounds (FCRs) as a
standard practice.* FCR is defined as a multi-
disciplinary round inside or near the patient’s
room, involving physicians, residents, nurses,
allied professionals, patients and families.”
Research mainly from North American paedi-
atric settings has shown that FCRs positively
affect family satisfaction and foster communi-
cation, relationship building and collabora-
tion between families and HCPs.®’

FCR implementation is complex because
it requires changes in stakeholder behaviour
as well as in unit routine, which both chal-
lenge staff and unit functioning. Although
FCR seems to have been widely implemented
in US institutions,8 Y few studies are available
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that describe it in neonatology departments in cultural
environments outside of North America.! """

To the best of our knowledge, FCR has not been imple-
mented in France, but our neonatal department, which
admits more than 300 newborns per year, is willing to
implement this practice. The projectis consistent with the
department’s promotion of the Newborn Individualised
Developmental Care and Assessment Program (NIDCAP)
since 1998." This program acknowledges parents as
primary nurturers of the child and aims to implement a
cue-based nursing and medical approach. Thus, parents
in the unit are supported, familiarised with their child’s
behaviour and their permanent presence (24-hour
access) as well as participation in care are encouraged.
Although progress has been achieved in developmental
care, room for improvement remains with respect to FCC,
as indicated by current practices in our 12-bed level III
and 12-bed level II units. For instance, all department
medical rounds take place after residents and medical
students have conducted walk-rounds in their respective
units, obtaining data, examining babies, writing notes and
giving preliminary orders. In the level II unit, the medical
round is performed 5 days a week in a staff room with
participation of a senior neonatologist, residents, nurses
and students. Once a week, this round is replaced by a
grand medical round in the conference room where the
head nurse, clinical psychologist, developmental nurse
and social worker also are involved. Nurses present case
reports on the babies in their care. In the level III unit,
the round is performed in the hallway, in front of each
room, with the participation of a senior neonatologist,
residents, students and occasionally nurses. Additionally,
a staff meeting is held each morning in a conference
room in the presence of residents, attending physicians,
nurses and medical students. Finally, discussion with fami-
lies occurs only after a round, typically in a private room.

To address both cultural preferences and effectiveness
in implementing FCR in this French neonatology depart-
ment, we chose the intervention mapping protocol."
This protocol is relevant for addressing complex changes
rooted in societal practices. It involves multiple stake-
holders (patients, HCPs, multilevel administrators and
researchers) across a six-stage iterative process. The
presentwork is part of the first stage of the protocol, which
includes a detailed needs assessment for users (families
and HCPs) and implementers (HCPs and administra-
tors). Results of the needs assessment regarding HCPs
have already been published.'*

The aim of this paper is to report on the needs assess-
ment for parents. Specifically, the objectives were to
define (1) parent perception of the current parental
position in the department and satisfaction, with a focus
on medical rounds and (2) parental expectations and
concerns related to healthcare in the department. This
needs assessment relied on two studies, both conducted
in our department within two separate research projects
funded by shortterm governmental support. The first
study, using a questionnaire approach, was designed

within the specific purpose of developing FCR. The
second, with a qualitative approach, was originally
designed to explore how fathers perceive breastfeeding."
Here, a secondary analysis of these interviews provided
an opportunity to enrich results from the questionnaire
study. Both studies were conducted by PhD researchers
(MD and VT) external to the department.

METHODS

Study |

For study I, we conducted a cross-sectional survey of a
convenience sample of families whose child was admitted
to our level II unit between July and the first week of
November 2014. Research staff approached parents if
they were fluent in French and over age 18 years and had
a premature child (gestational age <37 weeks). For this
survey, we developed a three-part questionnaire based on
the current medical literature that combined closed and
open-ended questions (online supplemental material).
First and second parts were filled in during admission,
third part was completed 1 month after returning home.

A midwifery student coordinated the data collection.
For the descriptive analyses of the recruitment process of
this survey, data related to admissions during the study
period and to basic parental demographics (age, occupa-
tion, home distance from hospital), hospitalisation dura-
tion and infant characteristics at birth (gestational age,
birth weight, breastmilk intake) were retrieved from the
level II unit database.

Data were analysed with Epi-Info V.3.5.4 (CDS Atlanta,
Georgia). Content thematic analyses of open-ended
questions were performed manually: sentences were
screened, and all ideas were listed, coded and grouped
under specific themes. Frequencies were calculated.
Themes were counted only once per respondent. To
compare ordinal variable frequencies between groups,
we used non-parametric tests. Normality assumptions
were checked prior to comparing continuous variables to
ensure use of the appropriate statistical tests. The tradi-
tional (two-tailed) 5% level of significance was used to
indicate statistically significant differences, but clinical
significance was also considered by gestational age and
birth weight.

Study Il

To complement study I results, we turned to data from
20 interviews conducted between September 2014 and
June 2015 in our neonatal intensive care unit (NICU) for
another research project on how fathers perceive breast
feeding. Social representations theory guided the qualita-
tive approach we used in study IL.'® Primary analyses were
carried out with textual data analysis by Alceste software,
which allowed automatic generation and quantification
of discourse classes through a descending hierarchical
classification. These primary analyses showed that the
second most important discourse class for fathers was
related to healthcare staff."” Based on this finding, for the
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POPULATION included in unit database: 113 families who had at least one baby admitted or readmitted to the level

| neonatalogy unit, 1 July-6 Nov 2014

¥ L 4
ELIGIBLE NOT ELIGIBLE
Recruitment (GA< 37 wks, mother age 218 years; French fluent ) (GA > 37 wks)
(n=62) (n=51)
I
2 ¥
APPROACHED and CONSENTED to participate DID NOT participate
(n=33; 53%) (n=29; 47%)
Participation during Filled in questionnaire parts 1 & 2
hospitalisation (n=33, 14 comments )
|
A7 ¥
CONSENTED to later contact DID NOT CONSENT to later contact
(n=32; 52%) (n=1)
Participation 1 month after B(ﬁ:.zgl)l B nf%?"
returning home
¥ N7
Returned questionnaire Returned questionnaire
part 3 part 3
(n=19) (n=8)

Figure 1 Flowchart for study | participation.

current work, we decided to examine more deeply how
fathers talked about HCPs and performed a secondary
analysis17 of interviews, via content analysis. We extracted
all excerpts of Alceste software related to the healthcare
staff discourse class for this content analysis.

Patient and public involvement
No patient was involved in both studies.

RESULTS

Study | participation

Figure 1 details the participation process, participation
rate among eligible participants, and number of partic-
ipants included in the study I analyses. There were 27

mothers, 3 fathers and 3 couples who responded together.
Table 1 outlines the characteristics of the participating
families, who were comparable to non-participating fami-
lies except for gestational age, birth weight and hospital
duration. The infants of participating families were statis-
tically younger. They were also clinically, but not statisti-
cally, lighter and stayed longer in the hospital than infants
from non-participating families.

Study I: Parental satisfaction and perception of position in the
NICU

Most study I participants were satisfied overall with
their position in the NICU (24/27), their involvement
in the care of their child (25/27) and the information

Table 1 Comparisons of study | participants and non-participants
Participants (N=33) Non-participants (N=29) P values
n n
Parental characteristics
Mother age (years), mean (SD) 33 30 (4) 29 29 (6) 0.63*
Father age (years), mean (SD) 31 33 (1) 0 na
Distance from home (km), median (min; max) 28 24 (0; 402) 20 30 (0; 90) 0.11%
Siblings (yes), frequency (%(95% CI)) 31 19 (61.3%(42.2% to 78.2%)) O na
Infant characteristics
Gestational age at birth (wk), mean (SD) 33 33.1 (1.7) 29 33.9 (2.8) 0.031
Birth weight (g) £, mean (SD) 33 1729 (596) 29 1932 (422) 0.12*
Hospital durationq] (d), median (min; max) 27 25 (3; 59) 16 13 (0; 63) 0.091
Receive breastmilk, frequency (%(95%Cl)) 29 25 (86.2%(68.3% t0 96.1%)) 25 20 (80.0%(59.3% to0 93.2%)) 0.72§
*ANOVA

TKruskal-Wallis test

FWithin twins only the lightest baby has been considered

§x° test.

fIOnly calculated for babies who leave the unit to return home.
ANOVA, analysis of variance.
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W Strongly agree/agree m Neutral m Disagree/Strongly Disagree

| am satisfied with the information | received
during the hospitalisation of my child

Information was easy to understand

s n
S e e
Information was regularly given during the _ 5
hospitalisation
Aoty
professionals
I

Information was consistent between
professionals

Figure 2 Study | participant satisfaction regarding
information, 1 month after returning home (n=27).

they received (figure 2). Comments from 10 families at
1month after returning home reinforced this finding of
overall satisfaction, as shown by following comments:

Comment of participant 10: very good position given
to parents

Comment of participant 33: regarding healthcare in-
volvement, I find it is great we are able to take part,
this limits somehow suffering and worry

In contrast, participants were moderately (15/27) satis-
fied with their involvement in the healthcare decision-
making process.

Study I: parental expectations and reported concerns
Although once they were at home, participants appeared
rather satisfied about the information they received, 10
of 33 commented that when their child was still in the
hospital, they should have been consistently and system-
atically informed about decisions, changes and the
schedule for medical rounds, so that they could plan to
attend. Also at 1 month after returning home, a minority
(4/27) commented, as shown below, that clear and consis-
tent nursing instructions to parents would have helped to
improve their involvement in the care of their child.

Comment of participant 18: A logbook in the room
would allow medical staff to write down decisions:
parents would be assured they get the information

Comment of participant 33: It had happened that
I was informed about a specific nursing care or an
X-ray or something else, the day after or after it has
been completed: thus, I could not accompany my
baby. It would be better to communicate in advance
this kind of event. [...] Regarding our participation
in nursing care, I found it was great, limiting pain and
anxiety. But sometimes there were inconsistencies be-
tween staff: one would tell you to do thing in one way,
while another would disagree.

Another theme was about interaction with HCPs. Most
participants (30/33) wished to attend medical rounds,
and a minority (11/33) felt that HCPs on rounds had

been ‘always or often’ present. As followed, some partic-
ipants (8/33) commented on their need to interact with
the physician.

Comment of participant 11: In level III unit, there
was daily medical round at bedside: it reassured me. I
could ask questions related to physical examination.
In level I unit, there is no daily medical round at bed-
side and only a few physician visits. It’s a shame be-
cause we have lots of questions. Meeting once a week
to review the situation, would be great.

Comment of participant 25: I did not notice a daily
medical round or even any short feedback from the
physician regarding the follow-up of my twins. I think
that follow-up and healthcare are carried out by the
nurse and the child nurse. Who knows who the refer-
ee is—I don’t really know who is in charge, to whom
I should contact...?

Nine respondents mentioned difficulty being heard by
staff and having their opinions and concerns addressed.
For example:

Comment of participant 34: please listen to parents’
feelings and suggestion.

Comment of participant 29: acknowledge that par-
ents with other children cannot spend all their time
in hospital.

Comment of participant 34: Some physicians should
better adapt their speech to parents’ comprehension.
Fortunately, nurses are here to translate.

Finally, a minority of participants reported barriers to
parental involvement, such as difficulties obtaining rest
in the unit (7/33) because of a lack of bed for parents
(6) and because of the noise (1) as well as limited staff
resources to guide parents (1) and exclusion of fathers
from the infant care (1).

Study Il participation

Table 2 outlines the characteristics of the 20 fathers whose
interviews were reanalysed. They were comparable with
non-participating fathers of the original study, except for
their infant’s birth weight, duration of hospital stay and
hospital distance from home. The infants of participating
fathers were statistically and clinically lighter and stayed
longer in the hospital, and the families travelled a longer
distance from home.

Fathers’ satisfaction and perception of their role in the NICU
Most (12/20) fathers appreciated the human approach
taken in the NICU and felt grateful to HCPs. Specifi-
cally, they appreciated the permanent access to the unit,
relative staff attention, comprehension and care of their
needs. Fathers appeared convinced of the benefits of such
an approach for their premature child and complied with
the type of delivery care offered. Two of the fathers even
specified that this kind of approach was best for prema-
ture children.
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Table 2 Comparisons of study Il participants and non-participants

Participants (N=20) Non-participants (N=24) P values
Parental characteristics
Mother age (years), mean (SD) 31 (5) 30 (6) 0.59*
Father age (years), mean (SD) 34 (6) 33 (7) 0.69*
Distance from home (km), median (min; max) 26 (0; 71) 12 (0;70) 0.03*
Siblings (yes), frequency (%(95% ClI)) 12 (60.0%(36.1% to 80.9%)) 13 (54.2%(32.8% to 74.4%)) 0.69t
Infant characteristics
Gestational age at birth (wk), mean (SD) 30.2 (2.8) 31.5 (2.7) 0.12*
Caesarean delivery, frequency (%(95% Cl)) 15 (75.0%(50.9% t0 91.3%)) 19 (79.2%(57.8% t0 92.9%)) 0.511
Birth weight (g) ¥, mean (SD) 1363 (352) 1636 (503) 0.05*
Hospital duration{|(d), median (min; max) 43 (19; 128) 29 (5; 96) 0.03§
*ANOVA.
12 test.

Fwithin twins only the lightest baby has been considered.
§Kruskal-Wallis test.

{IOnly calculated for babies who leave the unit to return home.
ANOVA, analysis of variance.

Father 1: When we’re not here, we can call the unit to
know how he’s doing. A moment of anxiety, we call,
or we come. The unit is opened for parents (...). We
do think that it is necessary that one of the parents be
present at night (...) it was obvious for us.

Study lI: Fathers’ expectations and reported concerns

The most frequent theme (15/20) that fathers mentioned
was related to how information was transmitted to them.
Although 6 of these 15 fathers expressed satisfaction
about information transmission, nine reported dissatisfac-
tion and explained that information was either lacking,
present but inaccessible or had to be requested.

Father 5: I need to get information ... I mean I want
to understand. I am a technician; I need to under-
stand. If I don’t understand, I don’t feel I get the
thing, be in control (...) I'm notin control, I trust the
team though, but I need to understand what’s going
on around me otherwise I don’t like this, and I really
don’t like this.

Father 9: We often heard about medical round for
instance, but (...) we never had any feedback about
it. (...) maybe a transmission summary, I don’t know,
a tool that could be useful (...), not necessarily that
parents could attend medical round, because it’s
a medical business (...) a paper with questions on
which responses could be written down during staff
and returned to parents (...). It should be better that
any information about the baby stays in the room, by
leaving the medical file in the room.

Another theme that the fathers raised was about their
interactions with HCPs. One father commented on the
need to interact with the physician, suggesting the need
for parents to attend medical rounds:

Father 5: I would like to meet a paediatrician, even
a resident. Once a week, it would be great. Because
now, we feel a bit abandoned.

Of 10 fathers who brought up interactions with HCPs,
eight specifically pointed out that the NIDCAP team
comforted and supported them, helped them to better
understand their baby’s condition and played a media-
tion role between them and other HCPs.

Father 10: The NIDCAP team helped us and comfort-
ed us with all of their explanations and when they
talked about our baby’s condition evolution, yeah
they knew how to reassure us and (...) to show us the
positive or negative aspects that occur with respira-
tory pause or things like that. They had always been
able to provide us with explanations in lay language.

Nevertheless, five fathers described difficulties in estab-
lishing rapport with some HCPs or that they had felt
judged.

Father 10: It is more a matter of communication. (...)
They come if it is for a milk bottle that should be giv-
en or something else, they come to give it to us, then,
there is no real exchange, no communication with
the staff.

Father 17: Concerning breastfeeding, it is different.
Some nurses put you under pressure. (...) but with a
premature child, you should respect parental choices.

DISCUSSION

With a focus on medical rounds, the aims of this paper
were to report on parent perception of and satisfaction
with their position in the NICU, parental expectations
and concerns related to healthcare. Our results from
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both analyses (studies I and II) suggest that parents
were rather satisfied with the healthcare approach, their
involvement in the care of their child and staff attention.
These findings are consistent with the needs of ‘contact
with the infant’ and ‘inclusion in the infant’s care’ that
Cleveland described in a systematic review based on a
32-study content analysis of parent needs and behaviours
supportive of parenting in the NICU." We note that
Cleveland cited other needs, including reporting accu-
rate information, vigilant oversight and protection of the
infant, a positive perception by the nursery staff, indi-
vidualised care and a therapeutic relationship with the
nursing staff.

Nevertheless, our participants expected better trans-
mission of information related to their child’s medical
condition, would have preferred more involvement in
medical decision-making and expressed a willingness to
attend medical rounds. These results also are consistent
with Cleveland'® and with other studies that have assessed
parental satisfaction when attending FCR."' '***! Finally,
they are consistent with Muething et a* who reported
that approximately 85% of families would choose active
involvement in rounds. These parental desires, however,
contrast with the perceptions of HCPs in the same unit at
the same period.'* Indeed, although HCPs were rather
positive about parental proximity to the infants and
acknowledged that parental attendance at rounds could
offer benefits for some parents, the HCPs also viewed FCR
as stressful for parents and as breaking confidentiality.
NIDCAP-trained professionals did not share these views.
Similarly contrasting perceptions between parents and
professionals were described in a study of 32 parents and
68 HCPs in a Canadian paediatric intensive care unit.*’

In addition, the analyses of studies I and II showed that
parents raised two issues that could impede their involve-
ment: the impossibility of resting in-room with their
child, and interaction issues with HCPs that range from
a lack of relationship to difficulties in liaising with them.
As others have suggested,'" '®** parent complaints about
insufficient contact with physicians may be interpreted as
aneed to be directly informed by a fully trained physician
and reassured. This need is congruent with the desire
that some of our participants expressed for reassurance
from a senior physician as well as with their willingness
to attend medical rounds. Another implication is that
medical residents, who visit the child at least two times a
day, are not fully acknowledged as physicians, making the
information they deliver uncertain for parents.

Regarding difficulties in liaising with HCPs, parents
reported that they felt judged, not respected, or
unequipped for the discussion. Others have reported
similar findings. Among 270 parents surveyed in a
Sweden NICU, most reported satisfaction with staff
communication but half also reported that the nurses
and doctors did not understand their emotional situa-
tion well.* Among 1500 parents of premature children
in France, 15% of them felt judged by nurses.*® Such
difficulties are consistent with the need for staff to have

a positive attitude towards parents and the therapeutic
relationship reported by Cleveland.'® The latter refers to
a relationship that requires HCP genuineness, empathy
and respect.”” We note again that in our studies, parents
pointed out that their relationship with NIDCAP trained
staff was not an issue.

Here, we report two analyses that represent the first
new data in France on perceptions and expectations of
parents of premature children in a NICU. It is also one
of the few analyses of fathers’ needs.** Given our comple-
mentary methodological approaches, which allow for
method triangulation as suggested by Denzin,” and the
consistency of findings across these two different but
complementary study populations, our results appear
robust. We also acknowledge some limitations. The needs
that we report may be specific to the surveyed popula-
tion. First, we investigated the needs of parents in a
department where some staff were already familiar with
FCC principles and applying vigilant oversight and indi-
vidualised care through the NIDCAP approach. These
factors could explain the overall satisfaction among
parents with care in the NICU. Second, by including only
fluently French-speaking parents, we could not explore
the needs of non-native French speakers. Third, only half
of eligible families participated in study I, and we could
not compare this participation rate with other French
data in the hospital because they are not available. We
did not obtain the reasons for not participating, which
could range from dysfunction at recruitment to parental
refusal. Nevertheless, a comparison between participants
and non-participants highlighted the specific characteris-
tics of these two groups, which did not differ substantially
in most features. Compared with non-participants, partic-
ipants in study I were more likely to have more vulnerable
babies, with statistically significant younger gestational
ages and clinically significant lighter birth weight. Simi-
larly, compared with non-participants, study II fathers
appeared to have more vulnerable babies, a longer trav-
elling distance from home and longer periods of hospital
stay. Interpreting why parents chose to participate or not
is complicated. For parents in the most vulnerable condi-
tions, participation might be an opportunity to express
concerns or acknowledge the care they received. Although
these parents do not represent all NICU parents, their
insights and experiences provide interesting information
about parental involvement in medical decision-making.

Finally, we believe that the four nursing behaviours
that Cleveland'® identified to support meeting parent
needs may be applicable to our French context. These
behaviours are (a) emotional support, (b) parent empow-
erment, (c) a welcoming environment with supportive
unit policies and (d) parent education with an opportu-
nity to practise new skills through guided participation.
Because of consistently positive parental feedback about
NIDCAP-trained staff of our unit, we believe that these
staff members already have adopted these behaviours.
Thus, ideally every HCP in the unit should follow a
similar training or at least undergo specific training on
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information delivery to parents. Consistent with other
suggestions,” such training should detail the kinds of
information parents seek, ranging from the infant’s
medical condition to the planning of tests and the role
of each staff member, including medical residents. Such
training also should highlight that information needs
evolve as the child’s condition evolves. Additionally, the
training should address best communication practices in
information delivery to avoid parental discomfort. FCR
has been suggested to increase family understanding of
information'' """ and improve communication between
families and HCPs," ***' *' 50 this period of training could
be an opportunity to introduce FCR to French HCPs as a
strategy to facilitate information sharing. All these sugges-
tions should support fulfilling the first wishes of parents
that we and others' ** have reported (need for informa-
tion, better involvement in decision-making, interaction
with physicians) as well as facilitating parental empower-
ment and involvement.
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