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Abstract
Design  A qualitative study informed by grounded theory 
principles to explore the experiences of parents who had 
extremely preterm or babies with antenatally diagnosed 
life-threatening diagnoses who were cared for in a 
regional tertiary neonatal unit. The study was conducted 
when the child was old enough to be diagnosed with long-
term neurodevelopmental or medical sequelae.
Setting  North Queensland is a large area in Eastern 
Australia of 500 000 km2, which is served by one tertiary 
neonatal unit.
Participants  Seventeen families representing 21 
extremely preterm babies and one baby with congenital 
malformations who was not expected to survive prior to 
delivery (but did) were interviewed using grounded theory 
principles. Interviews were coded and themes derived.
Results  Parents who recollect their neonatal experiences 
from 3 to 7 years after the baby was cared for in the 
neonatal intensive care described negative themes of grief 
and loss, guilt and disempowerment. Positive enhancers 
of care included parental strengths, religion and culture, 
family supports and neonatal unit practices. Novel findings 
included that prior pregnancy loss and infertility formed 
part of the narrative for parents, and hope was engendered 
by religion for parents who did not usually have a religious 
faith.
Conclusions  An understanding of both the negative 
aspects of neonatal care and the positive enhancers is 
necessary to improve the neonatal experience for parents. 
Parents are able to contextualise their previous neonatal 
experiences within both the long-term outcome for the 
child and their own life history.

Introduction
Following delivery, babies born prematurely 
will remain in hospital until they are able to 
survive in a home environment. Those babies 
born at the verge of viability from 22 to 26 
weeks’ gestation will spend approximately 
4 months as inpatients, much of this time 
in the neonatal intensive care unit (NICU) 
where the baby’s physiological needs can 
be met by the use of increasingly complex 

technology.1 2 Parents who birth a baby at 
these gestations will need to cede the care of 
their infant to the medical and nursing team 
while trying to maintain parenthood of the 
baby in this environment until he or she is 
discharged to home.3 4 Anxiety, depression, 
stress and trauma are described in parents 
who have had a baby in a NICU.5 6 

To help reduce the suffering of parents, 
and in turn improve the well-being of their 
offspring, it is necessary to understand 
which experiences help parents to adapt to 
the neonatal environment and which make 
the stay more difficult. Previous studies 
suggest that relinquishing the parental role 
and feelings of inadequacy5 7–11 are some of 
the most stressful experiences of parents of 
neonates in NICU. Attachment to the child 
can be difficult8 10 12 with possible long-term 
consequences of poorer cognition, language 
and social and emotional outcomes.5 Other 
negative experiences include difficulty 
inherent in juggling roles away from the 

Strengths and limitations of this study

►► The study documents a range of experiences from 
parents who represent the full diversity of the popu-
lation treated including Indigenous families who are 
rarely included in qualitative neonatal studies.

►► The study has been done at a time when the babies 
who received intensive care were old enough that 
any major difficulties resulting from their perinatal 
period is known to the families.

►► The richness of the data may be compromised if par-
ents were culturally unacquainted with qualitative 
research and unable to articulate their experiences.

►► Parents of babies with poor neurological outcomes 
who felt negative towards the unit may be un-
der-represented as these parents may be less likely 
to engage with the study.
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hospital and leaving the baby.8 13 Resentment towards 
nursing staff for being able to spend more time with the 
baby has been found.14 By contrast, positive experiences 
include a welcoming attitude of the hospital staff,13 15 16 
the ability of the parent to help their baby17 and good 
family support.13 Nearly all of these studies investigate the 
parental experiences while the baby is still in the neonatal 
unit, or in the first year of life. These findings are verified 
by healthcare providers who care for neonates in inten-
sive care with personal experience of extremely preterm 
or medically vulnerable babies.18 19 This group of clini-
cians describe the need for hope, honesty in delivering 
prognosis, compassion and facilitating connectedness as 
important.18 The lack of control that they experienced 
during their infants’ admission was the most negative 
feature described.

Little is known about how parents reflect on their 
NICU experience in the context of the baby’s long-
term outcome as the implications for both the child and 
family become evident. With time, early distress related 
to the early birth may have resolved, replaced with the 
stressors inherent in caring for the child or sacrifices by 
the family.4 These may affect whether parents feel that the 
difficulties of NICU care were worthwhile or in fact how 
they are recalled. This paper explores the experiences of 
the NICU from the perspective of parents who had babies 
admitted from 2 years to 7 years prior to the study to allow 
some contextualisation of their experience over time 
and inform staff who care for future parents who may be 
unaware of the adaptation of families.

Methodology
This is a qualitative study informed by grounded theory 
methodology as described by Charmaz.20 It involves inter-
views with parents of extremely preterm babies who were 
cared for in The Townsville Hospital (TTH) NICU, some 
years after their NICU experience.

Context of setting of study and population
North Queensland has a large geographical area of 
500 000 km2, with a population of approximately 700 
000.21 There are four main regional centres where 72% 
of the population resides, with the remainder living in 
smaller towns, in remote and very remote locations. 
Remoteness is defined by the Accessibility/Remoteness 
index of Australia produced by the Australian Bureau 
of Statistics, which defines areas by their distance from 
services including advanced medical care. The popu-
lation is ethnically diverse including 12.3% Aboriginal 
peoples or Torres Strait Islanders (hereafter referred to 
as Indigenous)22 and has a diverse socioeconomic status. 
Tertiary-level maternal  fetal and neonatal services are 
provided for the region at TTH, which provides care for 
babies of any gestation above 23 weeks and babies with 
most surgical conditions. Patients requiring cardiac or 
ophthalmic surgery travel to Brisbane, the capital of the 
state, which is 1337 km from Townsville. While admitted 

to TTH, all babies receive care from the on-call neonatol-
ogist and do not have an individually named specialist.

Where a pregnancy is likely to result in a baby requiring 
tertiary neonatal care, or below 28 weeks’ gestation, 
attempts are made to ensure delivery at TTH. Babies who 
deliver outside of TTH who require intensive care are 
transferred to the TTH by a retrieval service staffed by the 
neonatal unit. There are more than 10 000 deliveries per 
year in North Queensland. TTH admits 800 babies annu-
ally for neonatal care including 40–50 under 28 weeks’ 
gestation. Thirty-eight per  cent of extremely preterm 
babies at TTH are of Indigenous origin and 27% are 
from remote or very remote areas. Twenty-five per cent 
of the extremely preterm babies are delivered outside of 
TTH and require retrieval.23 Once the babies are at an 
acuity that can be catered for closer to their home, they 
are transferred back to referring hospitals.

Patient and public involvement
The study is part of a bigger project that investigates 
parental involvement in decisions made to resuscitate 
extremely preterm babies. The project was initiated in 
response to a parent who felt she had been excluded from 
decisions made to offer intensive care to her preterm 
baby. The mother became a participant in this study and 
suggested some of the questions used to guide the inter-
views. Participants were asked if they wished to receive the 
results of the study, and these participants will be sent a 
copy of any papers resulting from the study.

Ethics approval
All participants gave informed consent to participate in 
the study.

Sampling strategy
Potential participants were identified from the TTH 
NICU database using the criteria of extreme prema-
turity or complex antenatal surgical diagnosis, fami-
lies resident in the North Queensland area at the time 
of admission, fluent in English and delivered between 
2010 and 2015. The first eight eligible families of babies 
born in 2012—chosen as the approximate mid-point of 
the study—received a participant information sheet and 
consent form by post to initiate the recruitment. Parents 
were requested to contact the administration officer by 
telephone to arrange an interview at their convenience if 
they wished to participate. Three families were recruited 
from the mailout. Three participants were then snowball 
recruited from initial participants at the request of one of 
the original participants. Review of the characteristics of 
the then six participants, and the iterative coding of inter-
views, led to more purposive recruitment from the data-
base thereafter to encompass the range of parental age, 
age of child, rurality of residence and ethnicity, as well as a 
subjective assessment of the difficulty of the neonatal stay 
and the impairment of the children as is appropriate for 
grounded theory research. These potential participants 
received the information sheet and consent form as per 
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the original recruitment, as well as a follow-up call from 
administrative staff. There were 15 families approached 
in the purposive recruitment phase, of whom 11 partici-
pated before data saturation was achieved.

All potential participants were offered a choice of inter-
viewer (the primary investigator who is a neonatologist 
or an alternative interviewer with a neonatal nursing 
and research background), but all participants chose 
the primary investigator. Indigenous participants were 
offered interviews by, or attended by, Indigenous liaison 
officers, but all declined this.

Data collection
The location of interviews was chosen by the participants, 
most choosing to be interviewed while at the hospital 
for other appointments. One interview was done by 
telephone, one arranged for a location at an alternative 
hospital and one interview at the patients’ home. All 
interviews were digitally recorded. For half of the inter-
views, the child under discussion was present. All inter-
views included the mother, and for six interviews, both 
parents chose to be interviewed together.

Consistent with grounded theory principles, initial 
interviews followed a question guide, which was modi-
fied in response to iterative analysis as the interviews 
progressed. The interview explored experiences, deci-
sion making and participant opinions about potential 
improvements in the service. Interview length ranged 
from 20 min to 85 min, with one interview of 45 min being 
done during a 4-hour visit to the family home. The home 
visit was requested by a parent who wanted the researcher 
to have a more complete understanding of the life lived 
with a severely handicapped child.

Data analysis
The research team met regularly and discussed interviews 
iteratively. Using NVivo as a data management software, 
interviews were analysed using open coding. Themes were 
identified from the codes using a staged constant compar-
ative process from focused coding to theme generation. 
While the primary investigator did the initial coding, a 
triangular approach using collaboration with the study 
team was used to develop themes.

Results
Summary of participants and outcomes
Seventeen families were interviewed, representing the 
diversity of developmental outcomes, the ethnic and 
socioeconomic variation and varied location of usual resi-
dence of the parents seen on the unit (table 1). Eleven 
mothers were interviewed alone, and six couples chose to 
be interviewed together.

Characteristics of the participants were recorded 
following chart review.

Five mothers had suffered a previous pregnancy loss, 
and four had undergone fertility treatment. Nine women 
had spontaneous preterm labour causing the delivery, six 
had preterm prolonged rupture of membranes, one had 
an antepartum haemorrhage from placenta previa and 
one was delivered preterm for maternal pre-eclampsia. 
Ten women were given adequate antenatal steroids, 
defined as two doses of betamethasone with the second 
given at least 24 hours prior to delivery. Several babies had 
complications of intensive care: two had an accidental 
drug overdose, one a liver laceration during surgery and 
one had an extravasation of parenteral nutrition into the 
liver from a misplaced central line. All survived. Three 
babies had an intraventricular haemorrhage grade three 
or four, or periventricular leucomalacia, four had necro-
tising enterocolitis requiring surgery and three required 
treatment for retinopathy of prematurity. Three babies 
died.

From parental report at the time of interview, of the 
surviving 19 children, 4 had severe disability, 4 had mild 
to moderate impairments and 11 had development in 
the typical range. One child required ongoing bowel 
and urological surgery for congenital anomalies. One 
child had a congenital renal abnormality. Parents 
considered severe disability to encompass mobility 
problems that required the child to be dependent on 
an aid or caregivers and/or intellectual impairment 
requiring a high level of support or special arrange-
ments for schooling, mild to moderate impairment to 
include motor, learning and speech delays of a lesser 
degree that required therapy but no special aids or 
school assistance. The veracity of the parental reports 
was not examined.

Table 1  Participants and outcome demographic

Gestation Median: 25 weeks; range: 24–30 weeks; IQR: 24–26 weeks.

Birth weight Median: 867 g; range: 600–1770 g; IQR: 650–959 g.

Gender Male 10 (45%).

Survived to discharge home 19/22 (86%).

Time from delivery to study interview Median: 3 years; range: 2–7 years; IQR: 2–5 years.

Place of residence of family Local: 7 (37%); out of Townsville region: 10 (63%).

Maternal age at time of birth of baby Median: 31 years; range: 18–37 years; IQR: 23–35.

Ethnicity of mother Caucasian: 11, Indigenous: 3; Māori: 1; Asian: 2.

Pleurality 12 singletons, five sets of twins.
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Qualitative reflections
Themes could be grouped into experiences of negative 
emotions and positive enhancers. Parents’ descriptions 
of life on the neonatal unit include negative emotions of 
grief and loss, guilt and disempowerment (figure 1). The 
grief and loss is a summation of previous loss or fertility 
issues and the loss of the completed pregnancy. They 
wished that they had more knowledge about the poten-
tial for premature delivery and more assertiveness around 
the time of delivery to challenge medical decisions that 
were made. There is parental guilt at the failure to reflect 
societal expectations of healthy reproduction and parent-
hood. Themes expressing positive enhancers (figure 2) 
reflected the family strengths prior to the NICU expe-
rience, including intrinsic supports such as culture and 
religion, as well as new experiences engendered by good 
staff practice and external supports. For many fami-
lies, the positive experiences that they had during their 
neonatal course helped them to cope, but for some, this 
did not seem to mitigate the failure and guilt which they 
described. Themes and subthemes are summarised in 
figures 1 and 2, then outlined in more detail with quotes 
in the following sections.

Negative emotions
Grief and loss
‘The other baby I lost’
Parents commonly shared traumatic stories of prior preg-
nancy loss and fertility difficulties. These stories emerged 
unprompted when parents were asked to reflect on the 
birth of the study baby.

I lost a baby at 18 weeks 3 months before I conceived 
L. I thought, oh, here we go again… I just thought I 
will let nature take its course, and whatever happens, 
happens… Having had the experiences that I had be-
fore, I just said I’m not having any more babies any-
way, so I really don’t care. (Mother of a baby born at 
25 weeks after membranes ruptured at 18 weeks)

After my first pregnancy, we aborted a pregnancy… 
That baby could have been a girl, because I wanted 
a girl, and that baby could have been healthy…. 
So I personally believe that I've done something 
wrong. (Mother of  a 24-week-old baby with severe 
impairment)

‘Crying and wishing… they could be put back inside’
Mothers particularly mourned the loss of a full third 
trimester of the pregnancy. The third trimester is a time 
for preparing for birth, both mentally and physically, with 
the expectation of a healthy delivery. Societal rituals to 
celebrate the pending birth such as baby showers occur. 
Loss at this part of the pregnancy is described by one 
mother as an horrific experience.

I was just in severe shock. I felt like I was being hacked 
open and my babies were being stolen from me. It was 
awful. They had to knock me out in theatre because 
I couldn’t… I just lost it.… I spent the first week—all 
I can remember is crying and wishing that he could 
be put back into me—both actually. That they could 
be put back inside. (Mother who went into preterm 
labour at 26 weeks following the death of one twin 
in utero)

Figure 1  Negative emotions.
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The loss of a typical term baby was felt by a father who 
recognised that the baby did not look like a ‘normal’ 
baby, but the deviation from typical neonatal progress 
took a long time to accept.

He looked like a little plucked pigeon. Then I was 
like, okay, he’s just—you know, not knowing because 
I didn’t know. See, I thought it must be normal if that 
makes any sense. Then as we got into the apparatus 
and everything on him, I was like, ‘yeh, right’. Then 
we got into more and more of it. It was just dawn-
ing on me. Right up until the end (when he died). 
(Father of a 24-week-old baby who died of complica-
tions of prematurity at 3 months of age)

Guilt
‘I just wish there was something I could have said’
Societal expectations dictate that parents should protect 
themselves and their families. Many parents perceived 
that they had been failed by inadequate medical evalua-
tions and decisions. The impotence of parents in the face 
of medical superiority resulted in feelings of guilt for not 
challenging these medical decisions antenatally as they 
felt that this may have altered the outcome.

Why was I bleeding all the time? This is ridiculous, 
they were like, ‘oh, we see people bleed all the time. 
We see worse than this’. Then I’m like, shouldn't I be 
on bed rest or something or should I be hospitalized? 

Other people I know are hospitalized. They were 
like, no, we don’t hospitalize until 24 weeks….we 
see placenta praevia all the time. It moves. It goes. 
You’ll be fine. Everyone just kept living on the glass 
half full theory. You’ll be fine. No-one said, oh, you 
might hemorrhage and have the baby at 24 weeks and 
you might nearly die. Geez, if someone had actually 
told me what potentially could happen, I wouldn’t 
have moved. I wouldn’t have stepped off my couch. 
I would not have left my house. I would have taken 
so many steps. (Mother of 24-week-old child who is 
profoundly disabled)

Several mothers expressed that by delivering their 
babies early they had not been able to fulfil a natural 
function and thus had failed societal norms.

It’s just ridiculous. We’re here to procreate. That’s 
our job. That’s our body’s job. (Mother of a 24-week 
gestation boy with multiple complications)

I was devastated and I couldn’t believe that my body 
had failed them both. It was awful. I felt terrible, 
really, really bad….  I hated myself for failing him 
and I just wanted him back in there. So that was the 
first week, nightmare and I don't think I thought 
anything else except for that wanting them both 
back inside my stomach. (Mother of 26-week-old 
twins)

Figure 2  Positive enhancers.
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‘I lifted something I shouldn’t have’
Parents discussed guilt at failing to protect the baby both 
prior and after delivery. Many of the mothers blamed 
themselves for causing the preterm delivery by actions 
that they thought may have resulted in early labour or 
rupture of membranes.

I lifted something I shouldn’t have and my waters 
broke probably about an hour after that. (Mother of 
26-week gestation baby, who has four older children)

Guilt was expressed by parents with complicated preg-
nancies and who had made decisions,which, in retro-
spect, they worry may have caused the extreme preterm 
delivery.

‘if M (twin 1 with multiple abnormalities) makes it 
to being born, we (the doctor) will not intervene. So 
we will leave him there to die.’ That’s what they had 
said to that us in those words… But we always have 
to ask the question now don’t we, that if we had just 
left him alone and hadn’t done the foeticide, would B 
(twin 2) have made it to term. (Parent who delivered 
26 week twin pregnancy following the fetocide at 23 
weeks of the twin with multiple anomalies)

Parental guilt extended to decisions made with parental 
involvement after the birth of the baby. Often different 
potential treatment options occur in neonatal care, with 
no clarity about the best option. However, the outcome—
in this case death—led the father to feel guilty about 
having a role in decision making.

[T]hey talked about steroids stunting growth and 
that sort of jazz but looking back on it now I wish I 
just got out of your way a little bit… the advice I’d give 
a parent now is definitely don’t not ask questions but 
display some trust. Whereas in the beginning I may 
have got in the way a little bit. That’s just something 
I have to live with now. (Father of 24-week-old baby 
who died after 3 months with chronic lung disease)

‘Could I have loved him more?’
Parents felt guilty about being unable to provide the 
full-time care that the baby required as the level of care 
for extremely preterm babies is specialised and done 
primarily by nursing staff. As a result, parents spend many 
hours sitting besides the cot without being able to handle 
the baby. The parents needed to continue life outside the 
unit, but also to escape the stresses of the NICU.

Like, did I spend enough time there? You know, 
should I have loved him more? Could I have loved 
him more? You know, all those sorts of things used 
to go through my head. (Mother of 25-week-old 
baby who had many complications and long term 
sequalae)

[A]nd I wouldn’t go near it like for two days at a time, 
because I just couldn’t even sit there and listen to 
the beeping anymore or the crashing. … The whole 

thing just gave me anxiety, because I couldn’t protect 
him. (Mother of severely disabled child)

The act of providing emotional care is also recognised 
by parents as an important aspect of care but still leads to 
guilt when provided by the nursing staff.

Even though I knew the nurses were amazing, I 
would ring up every time after I'd leave, before bed, 
five o’clock in the morning. I knew she was in good 
hands, but it was like, who’s there patting her to sleep? 
Who’s there cuddling her? Then when I would come 
in sometimes and see nurses had been there massag-
ing her and having a cuddle with her, it was like, oh 
she’s - because it’s a month before you can take them, 
and they’re in there by themselves every night. Yeah, 
so it did worry me. (Mother of 24-week-old girl)

Disempowerment
‘I didn’t realize I was going to be having the baby’
Loss of self and personal autonomy was expressed where 
some mothers presented in preterm labour and events 
happened very rapidly over which they had no control. 
Parents did not recall being aware of the imminence of 
birth or an opportunity to make resuscitation decisions.

I do remember that I didn't really realise that I was 
going to be having the baby, until they induced me 
and I delivered her. Because it wasn't explained very 
well that I was at high risk of having her. (Mother of 
26-week-old baby admitted for medical complications 
of pregnancy)

False reassurance removes the opportunity for parents 
to be prepared for the delivery.

‘That will stop the contractions, everything will 
be fine’. Then as soon as I had the examination, it 
was lights, camera, action. Oh shit, it’s happening. 
Everyone was pretty highly stressed, I don't remember 
any options being given to me… They were very re-
assuring with everything they were doing, but I don’t 
remember many options. (Mother who delivered at 
24 weeks, who had previously had 24-week-old twins)

‘Do it the way you would want it’
Parents describe how having the baby’s care provided by 
others left them disempowered.

[Y]ou wouldn’t really feel like it’s your baby, because 
the nurses are doing everything. You’re kind of just 
doing nothing when you know you’re their parents 
and you're meant to be doing everything for them…. 
some days you come in, sometimes the nurses will 
have done everything and you’re just kind of like, feel 
a bit - yeah. (Parents of 27-week-old twins)

Some had concerns where they felt that some staff 
members did not provide a quality of care which they as 
parents would like to observe.
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All of that horrible, horrible time when you’re forced 
in this situation to leave your child in the care of peo-
ple that you would not choose to leave your child 
with. Some of the nurses, oh my God… there’s no 
way you would let them look after your child in the 
real world, if you had a say. (Parent of 26-week-old 
surviving twin)

Errors in care also caused anger in this mother who felt 
unable to prevent harm from occurring.

I would put it down to the worst day of my life. (drug 
overdose)… that she would die through something 
that could have been prevented. (Mother who deliv-
ered after 7 weeks of ruptured membranes)

Facilitators of resilience: positive enhancers
In contrast, a range of factors led to positive experiences 
on the neonatal unit. Resilience of parents was a result of 
both intrinsic factors that were inherent in the parents’ 
own abilities to cope, as well as external factors within 
the community of staff, and the parents’ wider social 
communities.

Parental strength
‘Doing what has to be done’
Parents reflecting all strata of society find themselves in a 
complex and stressful situation when their baby was admitted 
to the neonatal unit. An inner resilience described by many 
parents helped them cope well with the difficulties of the 
neonatal unit as well as complex medical pathways required 
for their children after discharge.

People say to me the whole time—‘you are such a 
strong person’, and I say ‘no that's not true, I just do 
what has to be done’, so for me if it has to be done 
it gets done, you know, like appointments and every-
thing else. (Mother of a 25-week-old boy who had a 
long and difficult neonatal admission and who has 
complex medical needs)

Some mothers reflected that they had themselves had diffi-
culties in their upbringing that made them more resilient.

I guess I knew it wasn’t indefinite coming here every 
day. I’m a pretty resilient person. I just had to stick 
it out… I guess I’ve had a pretty hard life. (Mother 
who birthed a 25-week gestation baby after educating 
herself extensively about prematurity)

Inner resilience can be a function of one parent—often 
the mother, as mothers are usually the main caregivers on 
the neonatal unit, but also of the parental dyad.

The good thing is we stayed solid through the whole 
thing. There was never a moment of resentment to-
wards each other. We were solid through the whole 
thing which is [pretty hard]—I think it brought us 
closer. (Parents of 24-week gestation boy)

‘I could do something to help’
Most mothers learnt how to look after their baby in ways 
which would be different to that required for a healthy term 
baby. Real pride in being able to do practical aspects of care 
that were useful to the baby were clearly articulated.

… when you actually get to pump out your own milk, 
and it’s working and there is actually real milk in 
there, that's a real achievement. (Young mother, first 
baby of 25-week gestation, very proactive in decision 
making)

So I was so glad that I could do something to help be-
cause that was really the only thing I did that helped 
him (bringing in cucumber for his sore eyes follow-
ing an eye screening examination). (Mother of sur-
viving twin)

Having a constant presence on the ward and advocacy 
for their baby was recognised as resulting in a positive 
outcome.

I’m not a spiritual person and I don’t believe in all 
that kind of thing but I sit here today and I think the 
reason why my kids are here is because I was posi-
tive, because I was there and because I was fighting 
for them the whole time I was in here. I honestly 
do believe that’s why they’re here and why they’re 
so healthy, because I was their voice. I was there for 
them. The only advice I can give is to be positive. 
(Mother of 24-week-old twins who had an uncompli-
cated neonatal course)

‘Hope got me through’
Hope, love and a belief that their child would survive 
regardless of the known mortality rate and severity of 
illness of the baby was described as important and leading 
to the survival of the baby.

The hope that I had is what got me through and I 
think what got them through. That’s all I could fo-
cus on at the time. I just blocked it out. I just didn’t 
want to know that there was anything wrong with 
them…  You’ve just got to be 100 per cent positive 
the whole time you’re in here to get through it and 
you’ve got to be the strong person. (Mother of twins, 
one of whom had a significant brain bleed)

I just knew deep down that everything was going to be 
okay, and that’s fine… That’s probably the first high-
light for me, was the fact that she was responding… 
So it was hour by hour… that was my positive that 
came out of that, that she was still alive…. I thought 
she'd always survive. (Mother who was quoted less 
than 1% chance of survival for the baby at antenatal 
counselling)

Resilience through religion and culture
‘It’s God’s choice’
Religious beliefs also helped parents with remaining posi-
tive. While few parents described themselves as religious, 
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parents who did have an active faith or spirituality found that 
they could turn to their faith, believing that their faith was 
strengthened and this helped their child to survive.

…  like a little inner voice that used to say he’ll be 
okay. Just keep that hope. Keep that faith that he’s 
going to be okay. I used to go to the church all the 
time here and pray and things like that. (Mother of 
25-week gestation boy with multiple complications of 
prematurity. Redirection of care to palliatiation was 
discussed but declined by the parents)

For parents who described themselves as not religious, 
improvement in the condition of their babies was ascribed to 
a religious incident. Belief in a ‘higher power’ was common.

At work there were Mormons. When the girls were 
going through a really bad time with the brain bleeds, 
they had asked if we could have some Mormons come 
here coming in and just say a prayer and I guess, do 
the little things that they did. So we did have that and 
it’s not that I don’t believe—I mean there’s just so 
much different things. But a few days later they start-
ed getting better and everything. We’re not religious 
but I guess we’re open to everything, we’re just open 
to everything really. (Parents of 27-week-old twins, 
one of whom had a significant brain haemorrhage)

Cultural beliefs were equally important for some partic-
ipants. Cultural beliefs lead both this Māori family, and 
one of the Indigenous mothers, to believe that the babies 
should be given every chance of survival.

D’s Maori. Cultural, very cultural—he’s very—with 
his culture. believing that all babies should be given a 
chance of resuscitation. (Mother of 24-week0old girl, 
who previously had 24-week-old twins)

Extrinsic supports
‘Family support—I can tell you that’s a strong thing’
Parents described supports extrinsic to themselves, such 
as family support, community support and other parents 
on the unit. Strong family support helped many parents 
to thrive in the neonatal unit.

So it was a big family support. I can tell you that it was 
a strong thing. Even in the community where—the 
few Indians…, the community—because they were 
the only people I knew. (Mother of 24-week-old twins, 
one of whom survived)

Other supports came from parents who were in a similar 
situation on the neonatal unit and resident in the on-site 
accommodation was important.

… [W]hen you saw the parents and you talk about—
you got to share war stories and things. That was 
good. (Parents usually resident 800 km from TTH)

The on-site accommodation, Ronald McDonald House 
was appreciated by the parents who resided long distances 
from the unit.

I don’t even think I realised that Ronald McDonald 
was even there and I don’t know—it just hadn’t even 
crossed my mind of where are we going to be staying 
and what’s the length of time we’re going to be here 
for. So I think the social worker definitely helped a 
lot. I mean I guess even the staff at the neonatal unit 
… even like just emotionally support. (25-week gesta-
tion baby who had several admissions to the neonatal 
unit for bowel surgery)

Positive experiences engendered by neonatal unit practice
In this study, the babies remained in hospital between 
3 months and 8 months. Parents recognised that the staff 
did not merely perform a clinical function, and where 
staff paid attention to things outside of immediate clin-
ical care, parents reflected on this positively. Parents also 
valued memory making and honesty.

‘The nurses made a difference because they are so happy’
Parents appreciated non-clinical aspects of the nurses’ 
activities.

… [W]e had quite a lot of good days and everything. 
I think the nurses and everything made a difference, 
because they're so happy and just someone would 
take—just little things like, I guess, one nurse always 
matched all the bedding, all their outfits. (Mother of 
24-week-old twins)

… [O]nce you got to know them (nurses) you share 
a joke, it kind of became your second home. That was 
just very supportive. (Father of baby who stayed on 
the unit for 8 months)

During the time period that many of the participants 
were admitted, the unit participated in a programme 
called ‘FiCARE’, which enabled participation of the 
parents in nursing activities. Parents presented the baby 
on the medical ward rounds and were invited to make 
suggestions and ask questions.

Love it, love that program. It was so wonderful to feel 
like you could be involved in your child’s care which 
is exactly how you should feel as a parent when your 
child is being looked after in a hospital. (Mother of 
26-week-old surviving twin)

‘All those little things’
Positive celebrations of the babys’ progress through 
memory cards commemorating milestones such as 
achieving a weight of 1 kg, or having a kangaroo cuddle 
were meaningful to parents.

Just lots of small things. Coming in on special occa-
sions, Mother’s Day, having a card made and stuff 
like that. When she—they go to a big bed or they get 
to a kilogram. All those little things. They’re small, 
but they're high moments. (Mother of 24-week-old 
girl)
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‘Knowing we were being told the truth’
Disclosure of inadvertent errors were a positive occur-
rence for some parents such as this mother:

I mean even the time with the drugs, when he went 
into the coma…, so I remember when X told us what 
had happened, P started getting angry, and I stopped 
him, and I said ‘you know, these people are telling us 
the truth, and that’s what I want’ so I guess in a way, 
that’s a high, knowing that we were being told the 
truth. (A 25-week-old baby who received an acciden-
tal overdose)

Discussion
This study shows that parents have clear memories of posi-
tive enhancers and negative emotions of their neonatal unit 
experiences some years after their NICU admission. Nega-
tive themes of grief and loss, guilt and disempowerment 
were identified. It is known that negative emotions increase 
rates of parental anxiety and depression that in turn leads 
to negative effects on the development of the baby.5 Positive 
enhancers of their neonatal stay were parental strengths, reli-
gion and culture, family support and neonatal unit practices. 
Resilient parents with strong supports and positive experi-
ences have shown improved family function and neurodevel-
opment of the child in early childhood.24

When parents in this study reflected on their neonatal 
experience, grief expressed for prior infertility and 
pregnancy losses was an unexpected finding not clearly 
seen in the literature studied. This suggests that with the 
perspective of time, parents locate their neonatal experi-
ence within a longer life experience of pregnancies that 
have not followed the typical pattern. Nine of the mothers 
interviewed had previous difficulties with pregnancy 
and all spontaneously discussed these. Previous preterm 
delivery, infertility and assisted conception are risk factors 
for subsequent extreme prematurity.25 Resilience in some 
of these high-risk women was enhanced by their greater 
knowledge of prematurity and often stronger family 
support because of the previous problems. Empower-
ment through education about prematurity and NICU, as 
well as a focus on social support at the high-risk obstetric 
clinics where these women are seen may enhance resil-
ience should the women then delivery early.

This study found parents felt guilty about failing to 
perform within societies expectations by delivering 
before term, and lacking the skills to look after their 
preterm baby. In the Etude Epidemiologique sur les 
Petits Ages Gestationnels (EPIPAGE) study where parents 
were interviewed during or shortly after neonatal expe-
riences,26 guilty feelings were noted to negatively impact 
on the feelings towards the child and increase parental 
feelings of physical exhaustion. We did not find this, 
which may reflect the time frame at which we interviewed 
the parents. This suggests that although parents still felt 
guilty, the negative effects of the guilty feelings faded as 
the fatigue associated with early infancy ceased.

Disempowerment through loss of control over their 
situation and the care for their babies was universal. 
This is similar to other studies where disempowerment 
is described as powerlessness.9 19 Models of care such as 
the FiCare programme aim to empower parents through 
sharing the care of the baby with staff, improves neonatal 
outcomes and leads to a better understanding by staff 
about the difficulties that parents face.27 In this study, 
parents who perceived the highest levels of disempow-
erment appeared to have the most difficulty with their 
acceptance of their childrens’ disabilities. They described 
more negative emotions, with fewer positive enhancers in 
their reflections of NICU care than parents of children 
with similar level of disability.

Parental resilience has been well described in the liter-
ature as an enhancer to coping on the neonatal unit.28 29 
Additionally, studies show that the increased involvement 
of parents enables them to feel more connected to their 
baby,4 7 15 30 and particularly expressed breast milk is seen 
as something the mother can provide that the nursing 
staff cannot.17 Parents talked about love for the child 
and hope for survival as enabling positivity. The personal 
experience of Janvier18 and others who had NICU babies 
reinforces this finding that hope was the most important 
positive feature of their experience and enabled them to 
cope with their difficult situation. Staff can play an active 
role in enhancing hope and positivity in parents.

Surprisingly, little is found in the literature about reli-
gious supports. A Turkish study provided ‘active spiritual 
care’ in a randomised trial on a neonatal unit31 and found 
that there was significantly less stress in mothers who 
received increased religious observance. While Turkey 
may be more religious as a country than Australia, our 
study suggests that even in relatively secular societies, 
religion, or a spirituality, is a positive enhancer in times 
of difficulty. Parents in our study who described them-
selves as religious, even if not devout, increased their 
own religious observation during this time, and others 
welcomed people of other religions to visit and pray for 
their baby as this seemed to enhance their hopes for their 
baby’s survival and well-being. This finding has not been 
described in the literature.

Strong unit practices that support parents in their 
NICU stay are recognised in other studies. This included 
good communication,5 13 15 showing affection for the 
baby,13 being approachable and friendly,15 32 33 providing 
parents with adequate information and celebrating mile-
stones. We found that where nurses were noted to be 
caring, they provided parents reassurance that the baby 
would be comforted and competently cared for. Parents 
were helped to recognise that their baby was progressing 
by the provision of mementos in memory making rituals.

Trust in staff was engendered by dealing with mistakes 
in a transparent manner. While honesty is known to 
be valued by NICU parents,18 19 this is usually in the 
context of discussing the baby’s well-being, prognosis 
and management. Honesty in transparency and admit-
ting errors to parents has not been described in studies 
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of NICU experiences. In this study, it was spontaneously 
discussed by three families.

All parents, even those who had more negative expe-
riences and those with children with severe handicaps, 
described good attachment. This is unlike studies that 
were done closer to the neonatal stay.7 10 11 This is an 
important finding. In the same way that some parents 
have incorporated their previous history of infertility 
and pregnancy loss, the neonatal course appears to have 
become part of the family history. With the perspective 
of time, the parents became more philosophical about 
any impairment and described these as an expected cost 
of prematurity. The family has moved on to function 
and progress, with healthy attachment, advocating for 
their children’s needs to overcome residual challenges. 
Reassuring parents that feelings of ambivalence towards 
the baby will improve may be possible with appropriate 
support. Healthcare staff may recognise the difficulty 
that families have with a sick neonate but not realise that 
families can thrive in time despite long-term sequelae. 
Reassuring staff that families do thrive may better inform 
them when counselling families.

The study aimed to include Indigenous families as this 
group of patients have not previously been included in 
similar studies. While it is desirable for research in Indige-
nous families to be conducted by Indigenous researchers, 
all families declined Indigenous support for interviews. 
We found that Indigenous cultural beliefs gave families a 
conviction that their child would survive. However, we did 
not find any other differences between Indigenous and 
non-Indigenous families in terms of experiences on the 
neonatal unit. The Indigenous families recruited reside 
in urban areas and were of varying socioeconomic status. 
Most of the Indigenous population of North Queensland 
resides in urban areas. The findings were verified by 
discussions with the Indigenous colleague as likely to be 
representative of urban-dwelling Indigenous Australians 
but may not represent families from remote settings. 
Further research into the experiences of Indigenous 
families is essential to fully inform and improve the provi-
sion of services for this group.

Strengths and limitations
A strength of this study is that it managed to document a 
range of experiences that largely represented the popula-
tion of the unit, including Indigenous families, who have 
often been omitted from Australian studies. The study 
has been done when the admitted baby is older, and 
the parents have had time to reflect for longer on their 
experiences and recover from the experience to some 
extent. Many had made significant life changes as a result 
of this reflection. Another strength is that the primary 
researcher knew all of the families and had cared for 
the babies as a neonatologist. This may have enabled the 
parents to be frank in their interviews, although concerns 
could be raised that this might have limited some parents 
from expressing their views. However, all parents had all 
chosen to be interviewed by the primary researcher and 

share negative experiences, indicating that views were 
not suppressed. Additionally, a good range of regionality 
of parents was possible due to the opportunistic inter-
viewing of some families during visits for other medical 
appointments. The primary researcher used reflexivity 
to consider the potential to bring her personal views 
and professional lens on the study and influence initial 
analysis. Reflexive discussion with the research team and 
collaborative analysis improved credibility and confirma-
bility of results.

A limitation of the study may be that the Aboriginal 
and Torres Strait Islander representation may be inad-
equate, as the participants from these groups from very 
remote areas did not engage in the study. This may be 
a cultural difference as the families may not have been 
aware of qualitative research as a scientific method. The 
families may have felt uncomfortable being interviewed. 
Recruitment may have been improved by the use of more 
culturally appropriate workers at the initial recruitment 
phase. More research involving Indigenous parents from 
remote communities needs to be done to ensure that this 
under-represented group has an adequate voice in their 
experiences in this field.

Parents who felt negatively about the unit, either 
because they had a bad experience or a poor outcome 
may not have engaged with the study. A further limitation 
could be that this is a study from a single regional NICU 
and the transferability and generalisability of the findings 
may be limited.

Conclusion
Parents who have extremely preterm babies describe an 
intense range of experiences, both positive and nega-
tive from their NICU stay. New findings in this study are 
the parents’ ability to contextualise their NICU experi-
ence within their wider life experience, suggesting that 
they can encompass it as something in the past from 
which they have moved on. Good attachment occurs 
as families cope with any long-term impairment of the 
child. Our research adds to the evidence that should 
help neonatal units to enhance parental experiences. 
Improved experience will lead to improved long-term 
outcomes.
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