




































































































































































































































































































































































































































































































































































































































































































































































Table 75. Areas where parents would like more help from staff.

Interview One

Interview One

Interview Two

Interview Two

Mother Father Mother Father
More information 2 3 2 0
or support
More help with 0 0 2 0
cares
With expressing 1 0 0 1
or breast feeding
Discharge 1 0 0 0
preparation
Preparation of 0 1 0 0
what to expect
Meeting fathers 1 0 0 0
needs
Giving 0 0 0 1
medications

There were also a very small number of parents who did feel that they would like less

help from staff but with no pattern emerging between mothers and fathers or

differences between Interview One and Two. One mother and one father felt that they

should be allowed to care for their baby more and two parents (again, one mother and

one father) felt they needed less support with expressing breast milk or breast feeding.

Table 76. Areas where parents would like less help from staff.

Interview One

Interview One

Interview Two

Interview Two

Mother Father Mother Father
To allow parent to 1 0 0 1
care for baby
With expressing 0 1 1 0

or breast feeding

Feelings of Anger or Distress.

Parents were asked if there was anything about their experience of having a baby

cared for in the NICU that made them feel angry or distressed. As can be seen in the
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table below, the most common response from parents was that nothing had made them

feel angry or distressed or specifically not angry.

Table 77. Did anything in the NICU make parents feel angry

Interview One Interview One Interview Two Interview Two
Mother Father Mother Father
11 8 1 3
Neither
Not Angry 7 5 4 1

There were however, a number of different factors that caused distress for small
numbers of parents as described in the table below. Most frequently reported,
particularly for mothers was seeing procedures done on their baby, such as taking
blood samples or putting in intravenous cannulas. One mother (I 24) said,

“last night was very distressing because he was having a line put in his foot and...
they had a paper towel over him and there was blood on that and that was... soul
destroying, I just thought that he wasn't there, it was horrible”.

Parents, mostly at Interview One, also reported feeling distressed by seeing the NICU
equipment and hearing the alarms.

After which, the numbers of parents reporting factors they found distressing were very
small. They included when their baby or another baby was ill or distressed or when
another baby died and seeing other parents upset. Not reported at Interview One, but
by Interview Two, there were 3 fathers and 1 mother who felt distressed at a level of
care that they were unhappy with or fell lower than what they believed was adequate.
One father from Interview Two(I 63) explained,

“the only thing that has upset us was that weekend where we felt that A wasn’t getting
the right level of care. That was the only thing that distressed us and it was the only

thing that made us come away from here, upset.”
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Table 78. What caused parents to feel distressed.

Interview One Interview One Interview Two Interview Two
Mother Father Mother Father
Distress 4 0 1 0
Seeing procedures 8 1 2 1
performed
Monitors/ 6 2 | 0
equipment/alarms
When another 2 1 3 0
baby is ill
When the baby is 3 0 1 0
distressed
Level of care 0 0 1 3
Death of another 1 0 2 0
baby
When the baby is 0 1 0 |
ill
Being unable to 2 0 0 0
care for baby
Inappropriate 1 0 1 0
comments
Being told bad 1 0 0 0
news
Seeing babies on 1 0 0 0
maternity ward
Attitudes of other 0 1 0 0
parents/visitors
Security 0 1 0 0
Seeing other 0 1 0 0
parents upset
Staff may infect 0 1 0 0
baby

There were small numbers of parents who did feel angered by an experience in the
NICU. The reasons described were fewer than those described as distressing and the
numbers were very small. They were however, more frequently reported by those
parents participating in Interview Two. The most commonly reported factors that

angered parents were a particular incident involving their baby’s care, communication
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issues or an issue with a particular member of staff. One mother from Interview Two
(I 11) who was angry explained,

“the sats probe, that was on too tight and it wasn’t getting checked often enough and
she is losing one... left little toe and she is going to lose a bit of her right little toe
because of it as well and erm, because like I asked for it to be checked as often as
possible and it was supposed to be getting checked every halve an hour and it is not”
Less frequently reported causes for parental anger were alarms not being attended, an
apparent lack of continuity or plan, being unable to deliver care giving roles or the

midwifery care they received.

Table 79. Feelings of Anger

Interview One Interview One Interview Two Interview Two
Mother Father Mother Father

Angry 1 0 0 1

Incident regarding 4 1 3 1
baby’s care

Communication 2 0 3 2

issues

Comments about 0 1 3 1
individuals

Alarms not being 0 0 1 2

attended

Lack of plan or 0 0 1 1
continuity

Being unable to 1 0 0 0

care for baby
Midwifery care 0 1 0 0

4.8. The changes in parental experiences over time.

Parents participating in Interview Two were asked if any of their feelings had changed

since they had participated in Interview One. Parents described positive and negative
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changes for them since they had participated in Interview One. In addition, some
parents, particularly the fathers described no longer thinking about the time leading up
to the birth of their baby and those first few days in the NICU whilst others reflected

back to that time and talked of their feelings about that time.

Parents reflection on their early NICU experience.

The table below shows the numbers of parents who described no longer reflecting
back on the events around the time of the birth and their early NICU experiences at
the time that they participated in Interview One. Fathers were more likely to report not
really thinking about the past at the time they were interviewed for the second time.
One father (I 16) explained,

“I think the birth and all that’s past now, I-haven't really give it much thought now, I
think it is err, just thinking about the present now [right] and really, the birth, 1
haven't really give it much thought for a while now”.

Fathers also found it difficult to remember how they had felt and that period of time
was now a memory, or a story to be told to friends and family or no longer of
significance to them.

Two mothers and two fathers described how their memory of earlier feelings and
events had faded, even though their feelings at that time were intense with many
worries. One mother (I 62) said,

“in many ways it’s disappointing because you want to be able to remember
everything. But as each day goes on and (Baby's name) gets better all the sort of

what you might say, not bad things but things that gave you a lot of worry have faded,

definitely.”
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Table 80. Parents who were not reflecting back on their early NICU experience.

Interview Two Mothers Interview Two Fathers
Don’t really think about the past 3 4
Events have faded 2 2
Difficult to remember 0 3
Not significant now 0 1

In contrast to the parents who did not reflect on their earlier experiences, the parents
in the table below described their feelings as they did reflect back and all of these
parents expressed negative feelings as they did so. Both mothers and fathers reflected
with negative feelings about the pregnancy, birth and on their earlier NICU
experiences and a mother and a father made criticisms of the obstetric or midwifery
care they received. One father (I 65) talked at length about the delivery experience
saying,

“I didn’t have the confidence because the consultant who came in had been in theatre,
he was really busy..... it seemed to me that the whole thing was you know reflecting
back on it. It was just kind of tricky really”. “to reflect back on it I was most
uncomfortable there because I wasn’t a 100% confident that you know the whole
thing was very, very rushed.”

Only mothers described looking back and realising how ill their baby had been or how
life threatening their condition could have been. One mother (I 75) explained,

“every time I think about it, I think about how life threatening it was.” And another (1

44) said,
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“if I had realised how vulnerable he was which you know, and now, when I look back
I think gosh it’s amazing that I just you know was able to sort of bond with him in that
way, you know in spite of how fragile and vulnerable he was.

Table 81. Parents who reflected back to the time around the birth and first
experiences of the NICU.

Interview Two Mothers Interview Two Fathers
Reflection 1 1
Negative feelings about delivery 2 1
experience
Criticism of Maternity care 1 1
Realisation of severity 3 0

Changes after time.

Table 82. Positive changes in feelings.

Interview Two Mothers Interview Two Fathers
Positive feelings 2 3
Increasing confidence 2 1
No longer blames self 2 0
Baby progressing well, less 1 1
worried
Growing bond/love 1 2
Stronger person 1 0
Appreciation of what is 1 0
important
Greater understanding 1 0
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There were small numbers of mothers and fathers who described positive changes in
their feelings from their earlier experiences in the NICU. This father (I 63) of baby
born at 27 weeks said when he was interviewed for the second time when his baby
was 70 days old,

“I think as I walk through the doors into the neonatal I always get a few butterflies
and 1 still get them but they have changed and when I was previously coming in you
think, I was walking in and I was expecting bad news all the time and I'd walk
through the doors and sort of thought well what'’s it going to be like when I go into
intensive care, has something happened, has her oxygen requirement dramatically
increased. So I was always apprehensive but now I walk in and it’s more like
butterflies because I'm not really expecting a change but I'm just sort of like looking

Jorward to seeing her. So it’s still exciting, the adrenaline still pumps but it probably
pumps for a more positive reason now. There’s less worry there.”

Both mothers and fathers described an increase in their confidence since they had
participated in Interview One.

Mothers (but not fathers) described that over time they had stopped blaming
themselves for the birth of their sick or premature baby. One of these mothers (I 13)
explained,

“I have got better in terms of, I was telling you how apprehensive I was, I was telling
you about what had happened and whether it would happen again and nobody really
told me that it wasn’t my fault and all that kind of stuff and I had gone through that
bit of emotion but I think I have come out of the other end now......it wasn’t my fault it
happened....”

One mother and one father described how they felt less worried at the time of

Interview Two as their baby was progressing well through the NICU and they feit
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more able to cope with minor changes in their baby’s progress without becoming very
anxious as they had earlier. The father (I 45) said,

“before I was much more concerned you know and that he had had a dip for example
or that his condition was worse and was more concerned, wanted to ask the doctors
more questions, wanted to ask is this normal then that such and such has happened.
Now [ feel a bit more independent when I come in I feel much more sort of in that
respect independent that I can come to him and you know just sort of look at him and
watch him without feeling as though I need to ask what's happened in the night. I feel
much less concerned.”

One mother and one father talked of their growing love for and bond with their baby
and how their baby was now very much part of their life as an individual and as a
family unit. This father (I 50) described his changes in feelings over time as

“I would say in precisely the same way what I would take to be the sort of normal
development of feelings when you have a baby so that your feelings immediately
afterwards are the sort of wonder of this new person coming into the world and it all
Jjust seems so amazing. Whereas after some time then the baby becomes part of what
life consists of. So then the fundamental, I can’t remember exactly what I said then. I
probably said something about being proud of him, feelings of love for him and so on
and obviously that is still there but that now becomes part of the sort of what’s normal
in life same as my feelings towards (Wife and older daughter).”

One mother described herself as a stronger person because of her experience and of
having a newfound appreciation of what is important in life. This mother felt that she
had to be her baby’s advocate on occasions and question decisions in a way she would

never have done earlier in her NICU experience.
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Finally, one mother described herself as having a greater understanding at Interview

Two of her baby’s illness and treatment and of why her baby had been born so

prematurely.

Table 83. Negative changes in feelings.

Interview Two Mothers

Interview Two Fathers

Negative feelings 3 2
Sadness at not going to term 4 0
Fear of same thing happening 3 1
Guilty feelings 3 1

Level of care 3 1

When baby is ill 2 2
1.Frustrations/lack of control 2 2
l1a. Establishing breast feeding 2 1
1b. Contact with baby 1 0

1¢c. In decision making 0 1

1d. Needing to work 0 1

le. Travel difficulties 0 1

In comparison to the positive feelings parents expressed at Interview Two, there were

more negative feelings described about how their feelings had changed with some

differences between mothers and fathers.

Mothers of babies born prematurely described their sadness at not carrying their baby

to term, feelings of guilt and of a fear of the same thing happening again in any future

pregnancies. This mother of a baby born at 30 weeks gestation (I 75) said,
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“Still very shocked and feeling very cheated by the pregnancy I had that I didn’t have
really and in many ways, not something I want to be thinking about, the
circumstances, it would take a lot before I could start thinking about having

children again.”

In contrast, fathers described their feelings of frustration and lack of control. Whilst
some mothers also described these feelings, fathers described different frustrations
and areas where they felt they lacked control. Fathers expressed their issues relating to
more practical problems such as work commitments, travel difficulties and decision
making frustrations. One father (I 45) said,

“we definitely know the facts about how he is behaving and so yeah it would be nice
to be consulted, be nice to be informed before the event and also nice to feel as though
we could challenge the decision and talk it through if we felt it was something that we
disagreed with...."

The mothers described their frustrations at the constraints of the NICU routine for
their baby, in establishing breast feeding and being unable to cuddle their baby when
s/he was too sick. One mother (I 44) described her frustrations at the routine she and
her husband had to adhere to saying,

“there feels more at times more of a tension about you know what we can do and
what we can’t do and having to fall into a routine that’s kind of imposed here and just
not really feeling that we have got much control about things” and “you're clock
watching the whole time. And trying to kind of create this space where you are going
to be quite calm with him and not feel rushed or you know. But it’s like his next feed
is at thing and I just need to try and squeeze everything in.”

There were criticisms of some aspects of care their baby was receiving made by three

mothers and one father. For those parents whose baby had progressed from an

246



intensive care room through a high dependency room and into the nursery room from
where they would be discharged home, there were comparisons with the level of care
their baby received. Whilst some recognised that this progress was a good reflection
of their baby’s improvement away from the need for the constant attention received in
intensive care, others felt it was an indication of less commitment from neonatal staff
working in those lower dependency areas. One mother (I 44) explained,

“some of them are really proactive and really focused but some of them you just feel it
is just a 9 to 5. Whereas in intensive care the nurses didn’t really talk to each other,
they were just there, really focused on doing the job and so that’s been the big

’

change.’

Progress since Interview One.

Parents were asked about any progress they felt had been made since they participated
in Interview One. Their negative and positive responses are in the tables below.

The negative feelings about progress were mainly associated with their worries about
their baby’s health. Mothers expressed these worries more than fathers, particularly in
respect of their concerns about their baby’s future health as a diagnosis was evolving
and uncertainties about the implications of that diagnosis emerged. One mother (1 34)
said,

“I found out that (Baby's name) had had a head bleed which was a bit of a shock and
they didn’t know if he was going to get hydrocephalus and they are still monitoring
him for and that was I think the worst thing I went through out of all of it.”

Both mothers and fathers also reported feelings of powerless about their baby’s health

and concerns about slow progress. This father (I 28) of a baby born at 27 weeks
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gestation who was still dependant on the ventilator at Interview Two talked of his
frustration of knowing when his baby needed suction but as his father, he was unable
to do that for him and his frustration that his baby could not successfully get off the
ventilator for any length of time.

“we know... probably more than them because we spend more time with him, even

»oae

though we 're not in a position to do anything for him.” “when he wants suction you

can’t do anything...he’s been off (the ventilator)six times now... it might be seven
now.”

Three mothers but no fathers made comparisons with others in the NICU and their
frustrations about their progress compared to other babies. These mothers described
how difficult they found it seeing other babies being cuddled, breast feeding and
going home when their baby was not at the stage where those things were possible.
One mother (I 13) said,

“it makes it hard when you see other people having contact with their children, you
know you don’t begrudge them it of course, but it does make it hard when you watch
them picking them up..."”

Two fathers but no mothers described that they were established into a routine of
visiting daily but this was tiring and a strain. One father (I 63) said,

“it’s hard to imagine what life was like before she was born to be honest. Every day
seems to be the same really. It’s very much a routine, a tiring routine.”

Small numbers of mothers and fathers made other negative feelings about their
progress. Movement of their baby through the rooms as their condition improved was
seen as a positive step by other parents but for one mother and one father, this

movement was viewed with caution and this mother found the process of getting to

know new staff traumatic.
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There were small numbers of mothers and fathers who expressed their frustrations at

the lack of progress they were experiencing, still had worries about survival, had

criticisms of care, worries about maternal health, expressed sadness at what their baby

was enduring or had concerns about going home with the baby.

Table 84. Negative feelings about progress since Interview One.

Interview Two Mothers

Interview Two Fathers

1.Worries about infants health 3 1
la.Evolving diagnosis, future 4 0
health worries
1b.Feeling powerless 1 1
1c.Lack of progress 1 1
1d.Other commitments 1 0
Comparisons with others 3 0
Movement through rooms 1 1
Frustration with lack of progress 1 1
Criticisms of care 1 1
Tiring/Strain 0 2
Sadness at what baby is 1 0
enduring
Worries about maternal health 0 1
Fear of going home 1 0
Survival 0 1

There were greater numbers of positive feelings expressed by parents about progress

since Interview One compared with negative feelings.

Most frequently described positive feelings were those relating to the health

improvements that their baby had made over time. Mothers and fathers talked about
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the different milestones their baby had achieved to measure their improvements such
as gaining weight, coming off a ventilator or oxygen, feeding or going from an
incubator to a cot. One mother (I 62) described her baby’s journey off respiratory
support saying,

“she’s doing really well. She spent about 6 weeks in intensive care. She was on the
ventilator and she came off and she ended up going back on for a short spell. Then
she went on the NCPAP and then she went into the head box..."”

Mothers and Fathers also described their baby as looking stronger, being more robust
and being more alert or responsive to them. One mother (I 76) said,

“he never woke up, he used to just lie there he didn’t really do much, he never cried.
Now when it comes to feeding time he’s crying, he’s ready. Screaming out where is
my food. (Laughs)”

Both mothers and fathers described their developing bond, love and relationship with
their baby and how that had changed a great deal for them since Interview One. One
father (I 65) said,

“I think you had asked me in the first interview if I had established a relationship with
him yet and I think I said no probably. But I think (Mothers name) had but I hadn’t. 1
would say that’s certainly changed a hundredfold.”

Some of these parents described how their ability to do things for their baby had
facilitated those feelings “She’s 6 weeks old so probably half that time, say around
the 3 weeks point when I could actually do things for her and when I could actually
get my hands on her and sort of camp out with her you know.” (Interview Two
Mother, I 60) and many parents described the time that their baby was moved out of

an incubator into a cot as a significant event. The physical barrier of a closed
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incubator removed, parents reported feeling closer to their baby and felt that they
were able to care for the baby and pick him/her up without having to ask.

“I feel a bit closer to him now, especially since he came out of the incubator, it seems
that, it’s just easier to have access to him, talk to him.” (Interview Two Father I 28)
Both mothers and fathers talked positively about their increasing involvement in their
baby’s care and how they were growing in confidence in being able to handle their
baby and carry out certain tasks, such as nappy changes. The reasons given for the
growing confidence parents were describing were because the baby was improving
and considered less fragile but also that parents were learning the skills from the
NICU staff. One father (I 45) explained,

“The access we get to him and also our own ability I suppose, you know to handle
him with more confidence because we are practising more and I think that the biggest
sort of bonus for us is being able to get into the incubator and just do all the practical
things whereas in intensive care élthough we were definitely encouraged to do that, |
felt much more self conscious about touching him because of the infection, because he
looked so fragile and because of all the wires and the tangle and everything, but now
there'’s less of that and we are more involved.”

Both mothers and fathers described how they were looking forward and thinking
about the future in contrast to Interview One where progress was still being measured
by hour by hour changes in the baby’s condition. These mother and fathers were
optimistic about the future and were looking forward to discharge home. One mother
(1 62) explained,

“now it’s about moving forward and not hanging on what'’s happéned. I know what’s

happened and I know what's happened is very serious but it’s like you come in and

251



every day she seems to have changed a little bit more and its all positive instead of all
the worry that 1 used to have.”
For the mothers and fathers whose baby was not in their local NICU, the plans to
transfer the baby back to a NICU closer to their home was seen as a positive step in
the baby’s overall progress. Parents described feeling excited about the move and
viewed as a step towards going home and normal family life. One father (I 78) said,
“Very happy, different than a couple of weeks ago when I was stressed out, but now
I'm feeling a bit more happy because now he’s being transferred back to (local
hospital) which is a big step. In fact it’s basically getting back down to family life
again now.”

As described earlier there were a small number of parents who viewed the movement
of their baby through the NICU as they progressed as a negative move. However,
there were more mothers and fathers who viewed this movement as a positive step.
Whilst parents described intensive care, high dependency and nursery areas as very
different and unsettling when their baby was first moved from one area to the next,
parents then described the moves as huge steps forward in their baby’s progress. One
mother (I 44) explained,

“I remember feeling quite anxious about the readjustment and this new environment
and the new team and that kind of thing. And since we talked that environment has
become much more familiar but I also feel it is very different from the experience in
intensive care and that’s partly that environment and it’s partly us as well....I kind of
find that the atmosphere in high dependency is quite empowering because its more
laid back than intensive care.”’

Only fathers described how they had returned home, and for some fathers, home was

a significant distance from the NICU where babies had been transferred for specialist
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neonatal care. These fathers described the routine they had established going home,

their return to work and visiting their partner and baby in the NICU. Spending time at

home was considered a positive step. This father (I 16) of a baby born at 25 weeks

gestation said,

“the only thing that has really changed is the fact that I am going home, and I think

sometimes that’s a slight relief on me, it might sound horrible but it is like sort of I

don’t have to watch the monitors.”

Table 85. Positive feelings about progress since Interview One.

Interview Two Mothers

Interview Two Fathers

Improvements in baby’s 7 5
condition
Developing love/bond 6 4
Involvement in baby’s care 4 3
Looking forward 4 3
Movement to other hospital 5 2
Movement through rooms 3 3
Gone home, returning to normal 0 3
routines
Needing to share feelings less 1 1
Not a stressful experience 0 1
Sharing feelings with others 1 0
Now involving others 0 1
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Parental feelings about going into the NICU to be with their baby.

Parents were asked to describe how they felt about going into the NICU in order to
further explore how their feelings may have changed since Interview One and any
emerging parental role or adaptation issues.

There were small numbers of parents who still felt worried about going into the
NICU, these being parents of babies who continued to have a turbulent course and
were still receiving intensive care or those who were concerned that their baby may
take a major step back after a period of progressing well. One mother was torn

between visiting the NICU and her other children’s needs.

Table 86. Negative feelings about going into the NICU.

Interview Two Mothers

Interview Two Fathers

Cautious 0 2
Worries about baby’s condition 1 1
Lack of time | 0

There were far more positive feelings reported about going into the NICU. Parents

looked forward to seeing their baby. For many, their baby was no longer requiring

intensive care support and they had moved on from the early worries of walking in to

find the baby less well or requiring more support. These parents therefore looked

forward to spending time with the baby and often described themselves as excited.
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Table 87. Positive feelings about going into the NICU.

Interview Two Mothers

Interview Two Fathers

Positive feelings 4 5
Looking forward to seeing baby 7 2
Establishing routines 2 0
Getting involved 0 |

Did parents feel needed?

Parents were_asked if they felt needed at Interview Two which related to parental role

development and the baby’s dependence on the parent. Whilst there were some fathers

who reported not feeling needed only one mother felt this way.

Table 88. Parents who did not feel needed.

Interview Two Mothers

Interview Two Fathers

No 0 1
No, but not an issue 1 1
Not by the baby 0 1

Most mothers and many fathers felt that the baby did need them. There was a

common belief that the baby had progressed since birth and was spending more time

awake, recognised or responded to the parents and needed them to be in the NICU

spending time with him/her. One mother (I 76) said,

“I do now I didn't at first but I do now. You know I mean sometimes when she is

looking at me and 1 just think oh because they do need you so much don’t they, just

rely on you and everything and so much trust in you and oh it’s lovely.”

255




Table 89. Parents who did feel needed.

Interview Two Mothers Interview Two Fathers
Yes 3 2
By the baby 12 5
By his/her partner 5 3
By other members of the family 5 3

Parental views about their ability to influence what happened with their baby.

Parental role involves the parent making decisions and exercising their control over
what is best for their baby and how they would like things done for the baby. They
may listen to advice from those close to them but then make their own decisions about
how to care for their baby. With this in mind, parents were therefore asked at
Interview Two if they could influence what happened to their baby.

Their responses are tabled below. Whilst some parents felt that they could influence
what happened to their baby there were others who were less confident in their ability
to do so.

There were parents who described their ability to influence care for their baby but
very much saw that in a negative sense with the potential for conflict between
neonatal staff and themselves as a result. These parents were both mothers and fathers
however there were more fathers responding in this way.

Both mothers and fathers described having to apply pressure on neonatal staff to

influence the care that was delivered in a way they believed was in the baby’s best

interest. One father (I 28) explained,
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“ at the end of the day like, I don’t really care what people think about me as long as
he is getting what I think he should be getting [yes] and I can take him home...”
Whilst these fathers described not feeling particularly worried about how the neonatal
staff regarded them as a result, fathers had worries about how their actions or any
challenging behaviour they exhibited may influence how the staff may then feel or act
toward their baby. They worried there may be consequences for their babies and
his/her care as a result of any demands, questions or challenges they made,
particularly when they were not there.

Some mothers and fathers believed that their presence in the NICU influenced the
care that their baby received. These parents felt that whilst they were visiting their
baby the standard of care exceeded that level of care when they went home. Parents
described examples or particular incidents where the baby was stable or made
progress during the day time when they were present but then deteriorated after they
left to go home.

This father (I 28) of a baby born at 27 weeks who was still requiring intensive care at
the time of Interview Two when that baby was six weeks old said,

“I just don’t think he... is being attended to when we are not there, certainly as much
as when we are there anyway....all I am asking for is standards, I don’t want anyone
doing anything special because it’s (Baby’s name) like, I just, Idon’t think he gets

I3

the same care when we are not here.’
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Table 90. Negative feelings about parental influence.

Interview Two Mothers Interview Two Fathers

Parental pressure 3 2

Particular incident 2 2

Concerned about effect on care 0 3

Care depends on parental 1 2
presence

Care depends on individual 0 2

caring for baby
Will ask 1 1

Some mothers but only one father viewed their ability to influence what happened to
their baby in the NICU in a positive way. These mothers felt able to contribute to the
plan of care made with neonatal staff for the baby. These mothers described how they
had expressed their opinions when they felt a certain plan of care was not appropriate
for their baby and how they had worked as a team with neonatal staff with the baby’s
best interest at heart.

Mothers also differed from fathers by describing the emotional impact and influence

they had by being with their baby in the NICU.

Table 91. Positive feelings about parental influence.

Interview Two Mothers

Interview Two Fathers

Positive comments 3 0
Emotional impact 2 0
In plan of care 4 1

The table below shows the parents who felt unable to influence what happened with

their baby in the NICU and whilst some mothers and fathers felt that this was not an
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issue in that they had a trust and confidence in the expert and knowledgeable care of
the NICU staff, most viewed their inability to influence what happened to their baby
negatively.

Some parents did not feel that they were able to say anything to the NICU staff whilst
others, particularly fathers complained about not being involved in decision making
and of feeling powérless. One father (I 45) said,

“we definitely know the facts about how he is behaving and so yeah it would be nice
to be consulted, be nice to be informed before the event and also nice to feel as though
we could challenge the decision and talk it through if we felt it was something that we

disagreed with.”

Table 92. Parents who felt unable to influence what happened with their baby in
the NICU.

Interview Two Mothers Interview Two Fathers

Unable to influence what 3 1
happens

Confidence in staff/unit 3 2
Don’t feel able to say anything 2 2
Not involved in decisions 1 2
Powerless 0 )
Criticism of an individual’s care 1 0
No, but partner can 0 1
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4.9 Summary of results

Below is a summary of the nine results sections

4.9.1 Preparation prior to birth

Clearly preparation will depend on whether the delivery was unexpected, and this can
be seen in the different responses. By and large mothers who were expecting an early
delivery because of known complications, had received good input in relation to
information about prematurity and visiting the NICU so that they knew what to
expect. The majority found that these initiatives were helpful. Talking to a
paediatrician prior to labour was welcomed by mothers, but not by mothers when in
labour. This latter group had little memory of what they had been told, and suggests

that the paediatrician’s input would be better following delivery.

4.9.2 Labour and Delivery

Parental experiences of the labour and delivery were dominated by worries about the
baby and the baby’s health. Mothers but not fathers were likely to worry about the
baby’s survival at this time. Fathers were more likely to express worries about their
partner than themselves whereas mothers expressed worries about themselves, their
pain and some had concerns about their own health and even survival at this time.
For small numbers of parents, the labour and delivery experience was a positive one.
Whilst for some, this was because the problems the baby experienced after birth were

not anticipated. However, for others the positive experience was as a result of the
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support and reassurance parents received at this time despite knowing the baby would

need care in the NICU.

4.9.3 First sight of infant

Despite the birth of their sick or premature baby, on the whole, many parents reported
positive feelings about seeing their baby for the first time, however they also
described their shock, worry and fear at this time. Some mothers also described not
feeling an immediate bond. Unlike most new parents, for some of these mothers and
fathers it was not possible for them to see their baby at delivery so their first sight of
their baby was in the NICU.

When parents first saw their baby in the NICU, they again reported mixed emotions
however; the majority of mothers and fathers reported negative feelings about the
NICU environment, equipment around the baby and their worries about the health and
survival of their baby. Both mothers and fathers described their baby as looking small,
vulnerable or fragile. Mothers, but not fathers reported that they did not feel that the

baby was hers or not an immediate bond.

4.9.4 Support from partner, family, friends and other parents

The majority of useful support and help was between partners with most mothers and
fathers believing that they were able to give and receive support from their partner.
That said, some mothers felt that their partner did not share his feelings or was
deliberately hiding his feelings in order to protect her. Fathers were able to offer both
emotional and practical support whereas mothers were less able to give any practical

support.
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Both mothers and fathers described their families as emotionally and/or practically
supportive. Mothers rather than fathers were more likely to value and describe the
emotional support they received. Whereas more fathers described how they valued the
practical support family gave during this time. Thexfe were parents who found family
lacked understanding or found that their responses were unsupportive.

Most parents described their friends as unable to understand the situation they were
in. Furthermore, particularly mothers described intentionally avoiding talking with
their friends at that time because they anticipated it as too emotionally tiring or
difficult for them.

Only mothers described talking to other parents in the NICU as unhelpful. They
described making comparisons with others less fortunate than themselves and more
fortunate than themselves as of no benefit to them. Despite this, other parents felt that
because other parents were sharing a similar experience, they had something in
common with them so it was of value to talk with them. Making comparisons with
others less fortunate was also useful and fathers felt that being able to help other

parents was helpful for them.

4.9.5 Support from and communication with staff

Neonatal nursing staff were very highly regarded by parents who felt that they were
exceptional at the giving of information and in answering their questions. They were
described as approachable, encouraging and supportive. Some parents described a
particular nurse who they had developed a special or close relationship with. There

were, in comparison, few negative views of communication with the neonatal nursing
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staff and mostly related to the perception that nursing staff were busy often with other
babies with awareness that they were sharing the nurse’s time with other parents.
Communication with doctors was also rated highly by parents although was
considered different than that with nurses who were constant and always present.
Communication with doctors was less frequent and sometimes parents had not spoken
with a doctor and whilst some parents were happy with that level of communication,

others would have liked more opportunities to talk with doctors.

4.9.6 Adaptation:

The adaptation process based on Taylor’s cognitive framework associates successful
adaptation to the stressful event with parents searching for a cause and apportioning of
blame particularly to oneself. Blaming oneself may enable a sense of personal control
over the crisis situation.
In the search for meaning parents may ask themselves why they have had a sick or
premature infant, they may make downward comparisons with others deémed less
fortunate than themselves and explore how they, as parents or their infant may have
benefited or gained from the experience (e.g. Padden and Glenn, 1997).

Self blame
Only mothers reported feelings of self blame describing feelings of guilt and were
searching for a reason for why their baby had been born sick or prematurely. They
agonised over their own actions and lifestyle prior to the birth in their attempt to find
a reason in the early days following the delivery of a baby who needed admission to
the NICU. Self blame was less obvious by Interview Two and fathers in comparison

did not employ self blame as a means of adaptation.
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Care received
Blaming hospital care or that of a particular health care individual was employed by
only small numbers of mothers and only in the earlier interview. Fathers in
comparison did not blame the care they had received for the situation they were in.

Search for a reason
Whilst fathers did employ the same strategies as mothers in looking for a reason for
why this situation had happened to them, they did not however, blame themselves or
make upward comparisons with others more fortunate or downward comparisons with
others less fortunate like mothers did. These strategies were no longer used by either
mothers or fathers by Interview Two time point.

Benefits — feeling lucky/unlucky
Mothers but particularly fathers could describe benefits arising from their situation. A
changed outlook on life, an appreciation of what was important in their lives and
stronger relationships were reported. Parents also felt that there were health benefits
for baby, the mother and the family. There was a confidence that the baby was in the
best place, the mother had time to recover from the birth experience and the couple
had support whilst they learned how to care for a newborn baby.
Despite being a parent of a baby in the NICU, parents believed they were lucky. They

felt lucky to have a baby at all and made downward comparisons to those more

unfortunate than themselves.

4.9.7 Parental Role

Parental role theory relies on parents adjusting to the birth of their new baby by

spending time with him/her, being able to recognise and respond to their needs, make
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decisions and have the confidence to deliver care as they feel appropriate. Parental
role appeared to be developing even at Interview One and increasing with time as
parents became confident in their own knowledge of the baby, his/her recognition of
them and by being sure of the baby’s personality.

Practical — what can we do
Whilst some parents described feeling that they were unable to do anything for their
baby, nursing staff clearly involved parents from a very early stage, even with very
sick or premature babies. Almost all parents described being able to wash, change and
carry out other practical care for their baby even at Interview One time point. Parents
were obviously also encouraged to talk to the baby, comfort, touch and cuddle
whenever possible even when parents were apprehensive about that experience.
Whilst parents were often happy to wait until their baby was very stable, spending
time alone with the baby was seen as important in being able to act and talk in a way
that they were otherwise unable or inhibited to do. Again, nursing staff encouraged
parents to spend time alone with their baby even when parents felt anxious about
doing so.

Emotional — recognition by infant; personality, distress, anger
Despite in some cases of extreme prematurity or illness, many mothers appeared to
believe that they knew their baby better than anyone else even at Interview One with
this belief growing with time. By Interview Two fathers had begun to believe that
after the baby’s mother, they knew the baby best but on the whole never claimed to
know the baby better than anyone else.
Mothers also had a growing belief that their baby recognised them whereas fathers
preferred to describe their baby as responding to their presence and almost all parents

felt sure of their baby’s personality traits even as early as Interview One.
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Very little caused parents to feel anger however, parents reported feeling distressed at
seeing procedures done on their baby, seeing other baby’s that were very ill and with
time there were more anxieties about levels of care.

On a practical level, staff were seen as very supportive and encouraging.

4.9.8 Change with time (Interview One to Interview Two)

With the passage of time parents thought less about the events around the pregnancy
and delivery and those first experiences in the NICU. Parents were no longer asking
themselves why this had happened and mothers were no longer blaming themselves.
By Interview Two most parents described benefits to their situation and many felt
lucky

Despite many positive feelings about their baby’s progress, there were also different
negative feelings about progress from Interview One. Parents had current and
potential future health worries, made comparisons with others more fortunate and had

more frustrations and criticisms over time.
Parental role continued to develop with parents feeling that their baby needed and

recognised them, however, many parents felt that they were still unable to influence

what happened to their baby in the NICU.
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4.9.9 Experiences of Fathers

The experiences of fathers and how they differ from those of mothers has been
described within each of the previous 8 results sections and summaries however, they
are also worthy of highlighting to the reader again in this separate section.

Prior to the birth, in contrast to many mothers, fathers had a good recollection of the
information they were given and admitted to protecting their partner by not repeating
what they were told when she could not remember. Unlike some mothers, very few
fathers found a visit to the NICU in the antenatal period unhelpful.

During the labour and delivery fathers differed from mothers in that they expressed
worries about their partner, described feeling helpless and did not express worries
about their baby’s survival at this time.

The experiences of seeing their baby for the first time following delivery, in the NICU
and holding the baby for the first time raised more practical based concerns for fathers
compared with mothers. There was a need for information about their baby’s health,
treatment and care. Fathers continued to have concerns for the mother of their baby
and many had not had the opportunity to hold the baby at Interview One believing it
was more important for the mother to do so. Unlike mothers, fathers did not express
any worries about not feeling an immediate bond or feelings about the baby being
“mine”.

Fathers felt more able than mothers to give support to their partners especially at
Interview Two and unlike mothers, fathers felt able to give their partner practical
support as well as emotional support. In contrast to mothers, fathers admitted to
hiding their true feelings to their partner in order to protect them. Indeed, fathers were

more likely to say that they did not need any support in the situation they were in.
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Fathers differed from mothers in that they were more likely to value the practical
support offered by family and often protected mothers from having to talk with other
friends and family when they felt unable to do so.

Fathers, in contrast to mothers, described the experience of talking to other parents in
the NICU as an opportunity to help others.

In the process of adaptation, fathers differed greatly from mothers in that they did not
search for a reason or blame themselves, any other person or event for the situation
they were in. Fathers especially could identify benefits to what had happened, with a
greater appreciation of what they had, a changed outlook on life and an appreciation
of the baby care skills and knowledge they were gaining from their baby being in the
NICU. Fathers generally felt lucky to be in the situation they were in.

In development of the parental role, fathers sacrificed opportunities to carry out
practical care giving roles in the belief that it was more important for his partner to
have contact with their baby especially in the early days of the experience where
opportunities could be limited when a baby was very sick. Many fathers had not the
opportunities that mothers had to hold their baby at Interview One but most had by
Interview Two. Unlike mothers, at no point did fathers believe that they knew their
baby better than anyone else but by Interview Two many felt that after the baby’s
mother, they knew their baby best. Fathers also differed by commonly describing their
baby as “responding” to them in a particular way in contrast to mothers who felt that
their baby “recognised” them.

The changes over time saw fathers feeling increasingly powerless and expressing
frustrations about their inability to influence their baby’s care. Fathers described their

concerns that the standard of care their baby received was dependent on their presence
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in the NICU and feared that if they voiced any concerns or challenged NICU staff,

staff may form opinions about the family and care may be affected in a negative way.
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Chapter 4

Discussion.

4.1 Overview

The aim of this study was to investigate how parents adapt to the birth of an infant
requiring Neonatal Intensive Care Unit (NICU) care and to answer the following
research questions:

a) Do mothers and fathers have similar experiences as parents of infants on a NICU?
b) What stressors do they perceive?

c) What is the process of adaptation to having a premature or sick infant in the NICU?
d) Do parental views and feelings about their experience change over time?

Through the interview process with parents, the results show the processes of parental
role development and adaptation to this stressful event but also the practical issues
significant to parents about the structure and organisation of the NICU. These
practical issues have implications for NICU practices but there were practical issues
that also could influence adaptation and parental role development.

1. Recommendations for supporting parental adaptation and developing parental role.

2. Practical implications for organisation of the NICU.

4.2 Supporting parental adaptation and developing parental role.

It is important that NICU staff understand not only the processes of adaptation and
adjustment that parents may employ following the birth of a sick or premature baby
requiring care in the NICU, but also how their care can influence those processebs.
There are also differences between mothers and fathers and changes over time to be

aware of.
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To remind the reader, Taylor (1983) states that the process of adjustment to a
traumatic event has three themes: A search for meaning in the experience, attempts to
regain mastery over the specific event and life in general and an effort to restore self
esteem and feel good about oneself once more despite the consequences of the
personal difficulties.

In the search for meaning, those adjusting from a traumatic life event need to
understand why the crisis has occurred. There is a search for a cause in order to
understand why this has happened and regain personal control (Taylor, 1983).

Self blame has been associated with successful adaptation to threatening events
because by blaming oneself, a sense of gaining personal control of the situation is
achieved (Affleck, Tennen and Rowe, 1991, Affleck, McGrade, Allen, and
McQueeney, 1985). Mothers can experience feelings of failure (Silcock, 1984) and
grieve the loss of the hoped-for perfect infant (McHaffie, 1990). These findings
highlight that fathers differed greatly from mothers in that there was little evidence
that fathers searched for a cause or employed strategies of blaming oneself or blamed
anyone or anything and fathers were also aware that mothers blamed themselves for
the situation they were in. Self blame was only reported by mothers in this study with
far fewer believing their actions or omissions were a causal factor in why their baby
had been born sick or premature by Interview Two. Mothers therefore only used self
blame strategies for adaptation in the early days following the birth of a sick or
premature baby in this study. Lee, Norr and Oh (2005) interviewed 50 Korean
mothers of premature infants twice in the NICU and a further three times after
discharge home. When these mothers were interviewed shortly after admission these

authors also found self blame to be a predominant theme with mothers trying to
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identify where her failure lay but these feelings of guilt and self blame declined over
time.

In a small study of 12 parents, Taylor (2008) reported that many fathers expressed
feelings of self blame believing that they were personally responsible in some way for
the birth of their preterm baby. However, at no point did the fathers in the present
study adapt to this event by examining their own actions, those of the mother and
rarely those of others such as health care professionals in search for a cause. Fathers
frequently reported that looking for a cause or blaming an individual was not of
significance to them, the birth of their sick or premature infant was “just one of those
things”. These findings are supported by Tennen and Affleck’s (1990) review that
found a strong relationship between blaming of others and poorer adaptation. These
fathers appeared to adapt to their situation successfully with little attention given to
causal attributions. Fathers focused on the situation they were then in, not what caused
it.

In support of Taylor’s (1983) theory and the findings of Padden and Glenn (1997),
parents frequently asked themselves why this stressful event had happened to them.
Mothers searched for a reason, blamed themselves, made downward comparisons
with others less fortunate but also commonly made upward comparisons with others
more fortunate than themselves. In contrast to mothers, fathers described briefly
asking themselves why this had happened to them before moving on and thinking
only about the present or future for their baby. Fathers in this study did not employ the
adaptive mechanisms of self blame probably because it is the mother who experiences
the pregnancy and birth. Few fathers made comparisons with others less or more
fortunate than themselves or reported looking for a reason when they were asked if

they had ever asked themselves why this had happened to them.
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With the passage of time, by Interview Two this mechanism of asking why this had
happened disappeared for both mothers and fathers. Asking oneself why this event
had happened is therefore common in the process of parental adaptation to the birth of
a premature or sick baby but only in the early days following admission to the NICU
but not a continuing theme.

In direct response to being questioned if parents ever asked themselves why this had
happened to them, fathers differed from mothers by rarely making either upward or
downward comparisons with others. Fathers appeared to adapt remarkably well to
their situation by giving little regard to the situation of others and focusing only on
their own baby. They appear to exhibit this even at the first interview and continued to
do so with the passage of time.

A sense of mastery sees the victim of the threatening event making attempts to regain
their perception of personal control over the situation (Taylor, 1983). For parents of
infants in the NICU this has been associated with their increasing perceptions of
power and control as they gradually take over aspects of care giving responsibilities
(Affleck, Tennen and Rowe, 1991). Mastery has been associated with power,
enablement and parent’s ability to personally care for their infants (Epps and Nowak,
1988).

From very early in the NICU experience, the NICU staff were seen as encouraging
parents to assume the role of care giver and were supportive even when parents felt
afraid, anxious or believed they were not ready. Parents were able to carry out many
practical aspects of their baby’s care even at Interview One, but NICU staff also
fostered the importance of parents recognising the emotional impact they had through
touch, comfort and giving of parental love. Staff in this NICU were excellent at

empowering, giving confidence and encouraging parents despite resistance from some

273



parents in assuming care giving roles and spending time alone with the baby when
s’he was well enough. In support of the literature, parents viewed being able to care
for their baby favourably and recognised that engaging in these new roles were an
important step in parenting. In further support, there were parents who could identify
things that only they could do as a parent for the baby despite his/her illness or
prematurity and dépendence on the NICU.

However, there were again, quite remarkable differences in experiences for fathers in
this study. Fathers (unlike any mothers) described sacrificing their own opportunities.
to carry out practical care giving roles and/or holding their baby in the belief that it
was more important for his partner to have contact with their baby. This was found to
be particularly so at Interview One in the early days of the experience where the
opportunities to have this level of contact with their baby could be limited if the baby
was very sick. Despite the importance of encouraging parents to hold their baby in the
NICU, many fathers had not had the opportunities that mothers had to do so at
Interview One but most had by Interview Two.

Probably as a result of the fewer chances fathers had to undertake care giving roles
and to hold their baby, there was evidence that fathers had not developed their
parental role in the way that mothers in the NICU demonstrated. Fathers at Interview
One did not hold the belief that they knew their baby better than anyone else.
However, by Interview Two the paternal role was increasingly apparent with many
fathers describing that after the baby’s mother; they felt that they knew their baby
better than any other individual.

These differences between mothers and fathers have implications for nursing practice.
Nurses in the NICU must be made aware of the how patemal role development may

be further delayed in the NICU when a father has fewer opportunities to carry out
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basic care giving roles such as washing, nappy changing and holding their baby.
Fathers should be encouraged to be involved in their infants care even when they are
reluctant and would prefer the mother to be given those opportunities. The perception
of personal control (Taylor, 1983) is also supported by those parents who believed
that they are able to influence what happens to their baby whether that was by being
involved in planning of care or through pressure they exerted if they wanted
something particular done or not done. There were however, some parents who felt
unable to influence what happened to their baby at Interview Two. They felt
powerless, not involved in decision making and felt unable to voice their wishes or
opinions because of the possibility that any resulting conflict between staff and the
parents might have an impact on the baby’s care.

The changes over time saw fathers particularly and often in contrast to mothers
feeling increasingly powerless and expressing frustrations about their inability to
influence their baby’s care. Fathers described their concerns that the standard of care
their baby received was dependent on their presence in the NICU and feared that if
they voiced any concerns or challenged NICU staff, staff may form opinions about the
family and care may be affected in a negative way.

For fathers the ability to influence what happened to his baby and to be involved in
decision making was seen to have greater importance than that expressed by mothers.
It is therefore recommended that in support of The Department of Health’s Toolkit for
high quality neonatal services, (2009) and The National Institute for Health and
Clinical Excellence (NICE) Specialist Neonatal Care Quality Standards (2010) that
parents are encouraged to be involved in planning care and making decisions
following the appropriate level of communication with medical and nursing staff in

the NICU. Restoring self esteem can be fulfilled by making downward comparisons
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with those less fortunate, through belief of personal benefit or use of positive illusion
or by believing that one has gained control over the crisis situation. (Taylor, 1983)
The search for enriching or beneficial meaning in the psychological reorganisation
following traumatic events is described in theories of cognitive adaptation by Taylor
(1983), Taylor, Wood and Lichtman (1983) and Janoff-Bulman (1992). Taylor (1983)
claim that individuals bring meaning to their crisis event by believing that there is
some personal gain, growth or benefits arising from the event. The relationship of
benefit finding and positive adaptational outcomes is supported by Affleck, Tennen
and Gershman (1985) in their study of mothers of high risk infants.

The present study'supports these views with many parents reporting that they could
identify benefits to having a baby in the NICU. Fathers particularly, believed that
there were benefits to their situation with an appreciation of what was important and
meaningful in their life. They had a greater appreciation of being given the
opportunity to be a parent at all and a changed outlook about their relationship with
the baby and others around them. This study supports Taylor’s process of adaptation,
in that by reappraisal of the experience in a positive way, these participants could see
themselves as better off than before the crisis event had occurred.

Parents and particularly fathers often recognised not only psychological and
emotional gains from the NICU experience but also practical and physical benefits.
These parents described the health benefits in terms of appreciating the expertise of
this particular hospital’s NICU, for the mother to have the time to recover in hospital
and without the total responsibility of caring for her baby, of having the baby sooner
and therefore longer and the benefit of spending longer in hospital learning how to
care for the baby. Lindberg, Axelsson and Ohrling (2008) interviewed eight Swedish

fathers of premature infants and they also found that fathers identified benefits to their
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experience. These fathers believed their relationship with their partner had
strengthened and they felt a changed person with different values. These Swedish
fathers also felt fortunate because the time that they had needed to spend in the NICU
had given them the chance to get to know and bond with their baby in a way they
wouldn’t had the baby been born at term and like the fathers in this study, felt better
educated by the NICU staff helping them to care for their baby.

The presents study adds that over time, there was an increased appreciation of having
the baby in the NICU. Parents welcomed the ongoing support of the NICU staff as
parents learned the practical skills of caring for a baby, as they established breast
feeding and daily routines in comparison with parents who take their baby home soon
after delivery.

The different categories of benefits identified from threatening events (Taylor,
Lichtman and Wood, 1984, Thompson, 1991, Affleck, Tennen and Rowe, 1991 and
Affleck, Tennen and Gershman, 1985) are also supported. These categories include a
change in the individual’s personal priorities and goals in life, the strengthening of
relationships, and a positive change in their beliefs, such as becoming stronger,
appreciating others or themselves more, greater courage or the development of greater
tolerance. The present study also found that parents identified practical and physical
benefits that parents identify with and how those are amplified with the passage of
time.

From my NICU nursing experience, there are often concerns that parents appear to be
over optimistic, buoyant or have not appreciated the severity of illness. However,
these findings can inform NICU staff that most parents but particularly fathers are
likely to have a positive attitude towards the NICU experience and that it is more

common for fathers to believe they and their family are able to reap benefits from
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their experience and that they are advantaged in comparison to other parents despitc
even severe illness in their infant.

Taylor’s (1983) adaptation theory claimed that those faced with a serious illness such
as a cancer diagnosis, appraise themselves and their situation by making downward
comparisons with those they perceive as suffering more or who are in worse
circumstances in order that they feel advantaged. By making downward comparisons
the individual is able to protect themselves against the threat and to enhance self
esteem and is a robust method of minimizing victimisation with the claims that there
are many other individuals worse off that the self (Taylor, Wood and Lichtman,
1983).

Affleck, Tennen and Rowe (1991) also found that mothers of infants who had
required neonatal intensive care made downward comparisons. The mothers of larger
infants compared themselves to mothers of smaller infants and the mothers of smaller
infants compared themselves to mothers of very sick infants and many of their
participants expressed the view that outcomes for their infants could have been worse,
they might not have survived at all.

The present study supported these findings in that mothers compared themselves to
others less fortunate than themselves when they participated in Interview One;
however, fathers were less likely to make these downward comparisons. Both
mothers and fathers described themselves as lucky. They believed they were lucky to
have a baby at all and here, both mothers and fathers made downward comparisons
with other parents who had a baby smaller, sicker or a baby who had died.

However, there were mothers at Interview One and even more so at Interview Two
who found that talking to other parents was an unhelpful experience because of the

downward comparisons they made. Mothers described feeling guilty if their own baby
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was progressing well in comparison with others. They were unsure of what to say to
those parents and felt uncomfortable with the sense of competitiveness about how
different babies were progressing.

Many mothers also made upward comparisons with others more fortunate than
themselves. Mothers questioned why they had been unlucky in comparison to other
mothers in the hospital, friends, relatives, work colleagues or those women who were
perceived as not taking the care that they had during pregnancy in their attempts to
give birth to a healthy baby. These upward comparisons are thought to be unhelpful
with the potential for the individual to feel disappointed and in a detrimental position
in comparison to others (Taylor, Wood and Lichtman, 1983). There were some
mothers in the present study who made upward comparisons with others and found
these comparisons unhelpful. Mothers described almost a sense of competitiveness
which was not beneficial and they had feelings of guilt when they were disappointed
that there baby was not progressing as others were. However, whilst mothers made
upward comparisons in the early days of the NICU experience it was not reported
later in the NICU experience when parents were interviewed for the second time.
Indeed, there were mothers and fathers who made upward comparisons which was
associated with successful adaptation. Parents described how helpful it was to see that
other babies overcome similar health problems to their own; they grew bigger and
healthier and ultimately went home with their parents. The success stories posted on
the NICU notice board, the thank you cards and pictures of babies who had once been
in the NICU all served to give parents hope and confidence that their baby could also
successfully survive the NICU experience.

There were also parallel comparisons made by parents with other parents and babies

who were experiencing the same difficulties, problems or progress and these were
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seen as helpful when parents talked with other parents in the NICU. The sense of
having something in common and of sharing similar experiences was helpful in that
parents felt that they were not alone in their situation. Other like parents were seen as
able to comprehend how they were feeling and they understood both their practical
and emotional difficulties in a way friends and family could not.

Nursing practice in the NICU should appreciate that the value of talking with other
parents should be assessed on an individual parent basis. These findings demonstrate
to NICU nurses that whilst some parents will benefit from spending time with other
parents, others may not find the experience helpful and that they have valid reasons

for their reluctance to chat with other parents.

Parental role

Mercer (2004) makes an argument for replacing the term “maternal role attainment”
with “becoming a mother”. Becoming a mother is claimed to encompass the
transformation and evolution of a mother’s persona through four stages: (a)
commitment, attachment, and preparation (pregnancy); (b) acquaintance, learning and
physical restoration (first 2 to 6 weeks following birth); (c) moving towards a new
normal (2 weeks to 4 months); and (d) achievement of the maternal identity (around 4
months).

For the parents of infants born prematurely, the process of achieving parental identity
is interrupted by the often unexpected early arrival of the infant, perceptions of the
birth experience, early maternal-infant separation and infant illness. In the first
instance, the attachment process and preparations during pregnancy in the earliest

stage of becoming a mother as defined by Mercer (2004) is arrested by premature
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birth. Other studies have focused on the development of prenatal attachment as a
woman prepares herself for becoming a mother. Siddiqui and Hagglof (2000) found
that women who engaged in thinking and daydreaming about and interaction and
affection with the unborn baby predicted greater attachment at 12 weeks post partum.
Mu (2004) found that high risk pregnant women begin the process of maternal role
making by actively adapting their lifestyle and behaviour in order to protect their
unborn baby. However, Wright and Belanger (2000) found that although high risk
mothers were more involved during their pregnancy than low risk mothers, this
greatef involvement did not increase the attachment process.

Fegran, Helseth and Solveig Fagermoen (2008) compared the attachment experiences
of six mothers and six fathers in a Norwegian NICU within the first week after
premature birth. One of the two main categories the study revealed was how parents
were “taken by surprise”. Parents described how unexpected and unpredictable
aspects of becoming a parent of a premature infant had been for them. Similarly, the
present findings highlighted that many parents were taken aback because there were
no warnings of premature birth or antenatal diagnosis of an infant illness or condition
prior to the birth. But, even where there were prior warnings that an infant may be
born prematurely or sick, parents still expressed feelings of shock and described
feeling unprepared for their experience. NICU staff should be aware of the parental
feelings of shock, surprise and the feelings of being unprepared for the birth of a
premature or sick infant despite advice or threats during the pregnancy.

Where a Paediatrician spoke to parents when the mother was already established in
labour or where delivery is imminent, there was little or no recollection by the mother
of what was said. Calam, Lambrenos, Cox and Weindling (1999) similarly found that

mothers often had no time to psychologically prepare herself for preterm birth
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because of the unexpected nature of the delivery, there was no time for professionals
to give information and there was little or no recollection of information given
immediately following the preterm birth. This suggests that unless there is prior
warning of the birth of a sick or preterm infant, information giving should wait until
after the birth when the mother is more able to absorb the information she is given.
NICU staff should not assume that because a father has heard and understood
explanations given to the couple immediately prior to delivery, that the mother has
also retained that information. Likewise, it may be that a father will withhold
information he has been given from his partner in order to protect her from what he
thinks may upset her.

For those parents who did have some prior warning that their baby may require NICU
care, although they sometimes found preparation for the NICU experience
frightening, parents did welcome the opportunity to familiarise themselves with where
and what the NICU was, the staff who worked there and be given information of what
to expect. Staff from the NICU should therefore aim to prepare parents wherever
possible for their NICU experience. If parents are familiar with the sights and sounds
of the NICU, they are more able to focus on their baby after admission. In support of
this, The Department of Health has published guidance (Toolkit for high quality
neonatal services, 2009) to improve the care provided for premature and sick babies
and their families. Within this document there are clear principles for NICU’s to be
guided in the deliverance of family centred care and promote attachment between a
baby and the family. One of these principles states that wherever possible, parents

should be given the opportunity to visit the NICU and meet key personnel prior to

admission.
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Efforts to introduce parents to the sights and sounds of the NICU environment, to
NICU staff and to the likely size, appearance and probable difficulties their baby may
have will only ever be possible for those parents who are given some prior warning.
Whilst the events leading up to and around the delivery were a cause for great upset at
Interview One, by Interview Two, the significance of these events had faded and were
far less important or significant to parents with much more emphasis on the baby’s
progress and future with the passage of time.

A Portuguese study by Figueiredo, Costa, Pacheco and Pais (2007) examined whether
there were differences between mother-to-infant and father-to-infant emotional
involvement within the first few days after birth. Most mothers and fathers exhibited
similar initial emotional involvement toward their infant and most showed positive
emotions. There were very few negative emotions and these authors found that fathers
showed less fear and mothers expressed more sadness. Although there were a small
number of infants in their study admitted to the NICU (14%), most of the infants in
this study were born at term and followed a normal neonatal course following
delivery.

In comparison, parents in the present study also described many positive feelings
about the experience of seeing their baby for the first time, despite infant prematurity
or illness. This echoes the findings of Padden and Glenn (1997). MacDonald (2007)
also reported that mothers’ images of their babies were overwhelmingly positive.
However, the eight mothers in her study were interviewed later into the NICU
experience at 4-11 weeks after the birth when recall of the experience may have been
changed by time.

Despite these positive feelings, most parents also described feeling shock, worry and

fear when seeing their baby for the first time and like Gavey (2007) who interviewed
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16 mothers of preterm infants in the NICU, they were overwhelmed by the sights and
sounds of the NICU. Blanch D’Souza, Karkada, Lewis, Mayya and Guddattu (2009)
surveyed parents of preterm infants in six Indian NICU’s and they also found high
levels of stress in areas of parental role alteration, appearance of the baby and sights
and sounds.

There were feelings that there was no immediate bond or the question “how do I know
this baby is mine?” that mothers expressed when they visited their baby for the first
time in the NICU. These findings support literature describing how early maternal-
infant separation may be detrimental to the attachment process (Brimblecombe,
Richards and Roberton (1978), Minde, Whitelaw, Brown and Fitzhardinge (1983).
Interestingly and again, quite notably different from the responses made by mothers to
seeing their baby for the first time in the NICU, fathers did not respond in this same
way. The focus for concern for fathers was not about feeling an immediate bond but
more practical based concerns about the equipment in the NICU, the health of the
baby and their concerns about the mother at this time.

Like Reid (2000), for mothers in particular, holding their baby for the first time was
an important event in developing feelings of attachment and feelings of the baby
being hers. Even when infants were very sick, there were very few mothers who had
not been given the opportunity to hold their baby at Interview One. This shows how
the staff in this NICU have embraced practices to promote early mother-infant contact
such as skin to skin or kangaroo care whereby the parent is encouraged to hold their
baby close to promote both attachment and lactation.

Sullivan (1999) found that the earlier fathers held their preterm infant, the sooner they
reported feelings of warmth and love for them and that holding their infant for the first

time was reported as a significant event for fathers in the development of attachment.
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The present findings were that fathers were less likely than mothers to have had the
opportunity to hold their baby for the first time at Interview One. The opportunities to
hold their baby were sometimes limited because of the baby’s illness in those earlier
days so fathers would sacrifice their own needs feeling it was more important for the
mother to hold the baby. Fathers in this study also differed from mothers when they
held their baby for the first time by being more likely to describe feeling *“protective”
and “responsible” when they first saw and held their infant in contrast to mothers who
chose to associate the experience with the words such as “love”, “bond” and feeling
that the baby was “mine”.

Fegran, Helseth and Solveig Fagermoen (2008) also found that fathers reported
reluctance in holding their baby skin-to-skin in the beginning but that first experience
of close contact was a momentous one in transforming their relationship from
impersonal to a relationship of belonging and protection. Fathers who were involved
in an infant’s care from an early stage felt their contribution to care was valuable, they
had an increased desire to be close to their infant, and they became more confident
interacting with their infant.

The present study found that holding their baby o.n subsequent occasions was strongly
associated with feelings of attachment in that the baby was theirs, feelings of love and
a growing bond for mothers and much fewer negative feelings for both mothers and
fathers as their confidence grew. As highlighted earlier, the importance of offering
fathers and not just mothers opportunities to touch and hold their baby as soon as their
condition allows must be recognised by NICU nursing staff as significant experiences
in the process of attachment and these opportunities must continue for both parents

throughout the NICU experience. NICU nurses should be made aware that fathers
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often put the needs of the mother before their own and need encouragement to be as
involved in care giving and comforting their infant as the mother.

Nirmala, Rekha, and Washington (2006) assessed parental perceptions of kangaroo
care with mothers and all their mothers reported that holding their baby skin to skin
improved bonding, made them feel good and happy to be contributing something for
the baby.

The Department of Health’s document (Toolkit for high quality neonatal services,
2009) advises that parents should be encouraged and supported in participating in
regular skin to skin care, providing comforting touch and holding, particularly during
painful procedures, feeding and day to day care such as nappy changing. Parents
reported being able to do all of these (and more besides) comforting and practical care
giving practices for their baby even as early as Interview One. Even the fathers at
Interview One who sacrificed holding, comforting or carrying out practical care
giving duties so that their partner could experience these opportunities reported being
involved in care at Interview Two.

Mothers demonstrated their maternal role development in that many expressed their
beliefs that they knew their baby better than anyone else even at Interview One. At
Interview Two, maternal perception that they had a greater knowledge and
understanding of their baby than any other individual was greater still. Mothers were
more likely to believe their baby recognised them, were sure of their baby’s
personality and almost all described being involved in practical care giving activities
even in the early days of the NICU experience.

Development of the parental role by Interview Two saw mothers and fathers

recognising a change in their baby since birth, spending more time awake, recognising
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or responding to the parents. Parents therefore perceived their baby as needing them
to be with him/her and responding to their needs.

In contrast, fathers at both time points described other individuals as knowing their
baby better than themselves and fewer fathers in comparison to mothers felt that their
baby recognised them at both time points. With fathers having fewer opportunitics to
hold their baby, being less involved in care giving duties at Interview One and being
unable to identify anything that only they could do for their baby, attachment and
parental role development for fathers was less obvious.

Wright and Belanger (2000) found that men begin their attachment process later than
women and Sullivan (1999) found that fathers lacked physical contact with their
infant in the NICU and despite the passage of time it appears that fathers still
experience fewer opportunities to touch, hold, comfort and carry out the practical care
giving activities which are linked with developing parental roles and attachment.
However, Lindberg, Axelsson and Ohrling (2008) small study of 8 fathers in the
NICU found that paternal feelings and attachment increased over time as they became
more confident as a father and these fathers believed they had a stronger bond with
their child compared with friends who had babies born at term.

Pohlman (2005) interviewed fathers 6 to 8 times over a 6-month period, beginning
within 1 month of the birth of their infant and continuing after discharge from the
NICU. Fathers revealed the primacy of work in their lives; work remained a pivotal
focus even after an early birth. Fathers returned to work quickly after their infant's
birth. They approached their work with a renewed sense of fervor in order to provide
financially for their families. They found comfort in their work because in the work
setting they felt that they were the experts, as opposed to feeling like novices in the

NICU. The most stressful aspect of the experience was juggling their time between
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work and the outside world. In contrast to these findings, the fathers in the present
study described wanting to spend more time with their baby in the NICU than their
work commitments would allow. Financial responsibilities and work demands were
the concerns of fathers in order to provide for his partner and family, but fathers
described returning to work when they perceived they had no choice but to do so.
With the passage of time at Interview Two, fathers raised their concerns about having
to return to work which for some fathers involved long distances from the hospital.
Work distanced fathers from their baby and they relied on information given over the
telephone or from their partner which created frustrations and reiterates the
importance of giving fathers complete and in depth updates particularly when they are
unable to visit.

Parental views about being alone with their infant showed a parental dependence on
the NICU staff but also recognition of the importance of being alone with the infant to
empower parents to make decisions for their infant. Parent’s comments suggested that
becoming a family needs time on their own together where they can act, talk, sing and
interact with the baby without feeling self conscious or being inhibited by others
around them. Heermann, Wilson and Wilhelm (2005) and Jackson, Ternestedt and
Scollin (2003) also found that mothers wanted privacy with their baby.

Time with their baby out of the clinical setting of the NICU in a private area is clearly
only appropriate for those babies in a very stable condition nearing discharge home.
However, NICU staff should recognise the importance of encouraging parents to take
advantage of those facilities, of spending time alone with their baby and family and

empowering parents to make their own decisions of how, when and where to respond

to their baby’s needs.
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Support for parents

The role of support for parents in their experience of becoming a mother or father and
having a sick or premature infant in the NICU was divided into a) the support parents
received from their partner, family, friends and other parents and b) the profcssional
support parents received for doctors and nurses in the NICU.

Both mothers and fathers regarded their partner as their primary source of support
throughout the NICU experience and felt that they were able to help and support their
partner and their partner was able to help and support them. Again, there were
significant differences between mothers and fathers to be noted and for NICU staff to
be aware of.

More fathers than mothers felt that they were able to support their partner, particularly
at Interview Two and it was only fathers who described practical support and at both
time points that they could provide in terms of looking after other children and the
home. Moreover, fathers were less likely than mothers to feel that their partner was
unablé to help them in their NICU experience. For those few fathers who reported
their partner as unable to help, the reasons given were different than those mothers
gave in that fathers admitted to hiding their feelings or felt that they did not need help.
Mothers however, described their partner as unable to understand, responding
inappropriately, having different feelings or being unable to support her because of
work commitments.

At Interview One, fathers were much more likely to hide their feelings from their
partner in order to protect her and in attempt to avoid upsetting or worrying the

mother by divulging his anxieties and concerns. Mothers were aware that their partner
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was hiding his feelings from her and therefore some mothers were unsure of their
ability to support the father of their baby.

Family support was also important for parents and although some parents reported
family as demanding, lacking in understanding, responding inappropriately, having no
need of family support or parents did not want to burden them, on the whole parents
welcomed the support they received from family members. Again, there were
differences of views between mothers and fathers with mothers more likely to
describe and value the emotional support they received from family members whereas
fathers were much more likely to describe and value family for their practical support
at both time points. This suggests that whilst the mother is in hospital immediately
after the birth and then still focusing on her sick infant in hospital later in the NICU
experience, fathers assume the roles of care giver for other children, in maintaining
the home, caring for pets etc therefore support they receive to help them was of
greater value to the father than the mother during this experience. These findings are
similar to those of Sloan, Rowe and Jones (2008) who studied stress and coping in
fathers of relatively well preterm infants and found that partners and families were the
most frequently identified sources of emotional support, family and friends the
sources of social support and families the source of practical support.

In this study, support from friends was not greatly valued particularly by mothers with
a common belief that friends did not and could not understand their situation. Indeed
mothers avoided telling friends that they had given birth to their baby or they actively
chose not to speak to friends feeling that to do so would be too emotionally
exhausting.

Parental views about support from other parents in the NICU were mixed. Both

mothers and fathers described the worth in terms of sharing or having something in
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common with other parents as they experienced similar problems or progress. Parents
also felt that talking with other parents was useful as they described making
downward comparisons with others less fortunate than themselves and being able to
help and support other parents as helpful and meaningful to them. Mok and Leung
(2006) also reported that mothers of premature infants in a Hong Kong NICU
benefited a great deal by speaking to other parents because they received validation
and empathy for their thoughts and feelings from these other parents, as well as
insight on how to handle the stress encountered during the hospitalization of their
preterm infant,

However, fathers differed from mothers in that there were some mothers who found
that talking to other parents unhelpful. Where others were less fortunate than they
were, mothers felt guilty about their own baby’s progress, unsure of what to say and
described a sense of competitiveness that was awkward.

Tran, Medhurst and O’Connell (2009) used questionnaires in an Australian study to
explore the support needs of parents with infants in the NICU. The findings of this
study revealed that parents’ perception of the level of nursing support was very
positive. Blanch D’Souza, Karkada, Lewis, Mayya and Guddattu’s (2009) study of
stress, coping and nursing support in Indian NICU’s also found that mothers reported
high satisfaction from the support they received from the baby’s primary nurse. They
found that providing information may reduce parental stress and encourage parental
involvement. Nurses, therefore, have a key role to play in supporting the educational
and informational needs of parents. Furthermore, Cox and Bialoskurski (2001) study
of factors that facilitate and hinder family and mother attachment in the NICU found
that a lack of communication and information from the nurse was viewed as a

hindering factor in facilitating a feeling of attachment. Mok and Leung (2006)
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explored the supportive behaviour of nurses as experienced by mothers of premature
infants in Hong Kong. There was a significant mean difference between perccived and
received nursing support demonstrating that parents desired more nursing support
than they received, particularly in the area of supportive communication and the
giving of information. All six mothers in this study reported that communication and
information support, emotional support, affirmation and encouragement from the
nurses, involvement in the care of the infant and the quality of the care given to the
infant were the most important types of support they received from the nurses.

In the present study communication and its relation to encouraging the attachment
process in the NICU was greatly valued by parents. The nurses in this NICU were
regarded as exceptional at the giving of information and in answering their questions;
however trivial parents thought their questions to be. Nurses were also described as
excellent at explaining what was happening with their baby, their treatments, the
equipment used and reasons. The nurses were considered approachable and giving of
their time and attention even when they appeared to be doing something when parents
first entered the room to visit their baby.

Parents appreciated personal knowledge of their baby that the nurses held about him
or her and when nurses were able to report information to parents without having to
consult charts or other forms of documentation parents felt reassured and saw nurses
as having a true understanding and in depth knowledge of their baby as an individual.
Furthermore, both mothers and fathers participating in Interview One frequently
described nurses as encouraéing and persuasive in involving them in caring for their
baby showing that these nurses recognised the importance of parental involvement in
infant care despite the reluctance of worried or fearful parents. By Interview Two

mothers and fathers were less likely to describe nurses as encouraging and persuasive,
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however, this may be due to the increasing confidence of parents gained over time and
through their growing involvement with their baby. Or it is possible that as parent
confidence grew they could be more critical.

The parents participating in Tran, Medhurst and O’Connell (2009) study stated that
they required more emotional support in the form of empathy and understanding from
nurses than they received. In contrast, the present findings were that nurses were not
expected to be a source of emotional support. However, there were parents who
described nurses as offering emotional support and taking time to talk to parents about
how they were feeling even if parents did not want to share their feelings with nurses.
Mok and Leung (2006) also found that emotional support was rated less important as
well as having been less often received than other forms of support.

There were a number of parents who said how helpful they had found the interviews
in that they were able to think and talk about their feelings at length, in confidence
and without consequence. This, along with the mixed feelings about where parents
received their support from, their ability to support their partner and who they felt able
to talk to supports the recommendation of a counselling service available for parents
in the NICU.

Despite the overall views that nurses in the NICU were s;lpportive and
communication with them was regarded highly, parents also perceived nursing staff as
busy, often with other babies. There was awareness that parents were sharing the
nurse’s time with others and parents described times when they felt that they were
pestering or bothering busy staff. Others felt that they were in the way, particularly
when the nurses were busy with the baby or procedures were being performed.
Wigert, Johansson, Berg and Hellstrom (2006) found that mothers expressed a feeling

of not being welcome, of intruding, feeling superfluous and having nothing to do. In
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comparison, the present study found that although there were a small number of
parents participating in Interview Two who reported feeling unwelcome, most parents
felt that they were welcomed into the NICU. This supports the findings of Reid,
Bramwell, Booth and Weindling’s (2007) development of a rating scale to asscss the
quality of communication between staff and parents in the NICU. These authors
reported feeling welcomed into the NICU was positively perceived by parents.
Parents in the present study also reported feeling valued, included in care giving
duties and in general chatting or conversations sometimes unrelated to the baby which
parents enjoyed participating in with staff.

Parents also described their ability to take control and do things for their baby
dependent on which individual nurse was caring for their baby on any given day.
Whilst most nurses encouraged and empowered parents to be involved, take control,
make decisions and deliver care giving duties, there were some individuals who were
less supportive. Higman and Shaw (2008) interviewed seven neonatal nurses and
found that nurses were aware of the needs for families to be involved in all aspects of
their baby’s care but also highlighted a lack of formal training. Nurses in this study
relied on experience to facilitate the delivery of family centred care which may go
some way to explaining why the present findings highlighted differences in the
practices of the neonatal nurses.

Parents often reported feeling that they should ask permission from NICU staff to
touch or hold their baby or that the baby belonged to the NICU or NICU staff.
However, some parents did not always view this negatively and felt that it was
appropriate to check with the nurse prior to interacting with their baby, particularly

when they first arrived on the NICU.
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Parents at Interview Two found that as their baby progressed and was no longer
dependent on the intensive care services, they were moved to high dependency rooms
and then the nursery. Whilst these moves were a positive step in terms of their baby’s
progress, parents could find it difficult to adjust to an environment with fewer staff
and less nursing and medical intervention and attention. Hall and Binchmann (2009)
found that despite the intensive care rooms being filled with technological devices,
equipment, monitors and alarms, the mothers they interviewed perceived this room as
quiet and caring. Progress and movement to the next room brought with it more noise,
busier nurses and lots of movement of babies in, out and around the room. These
factors gave mothers a sense that they had no personal space and the feeling of not
belonging that they did have in the intensive care room.

Similar to the findings of Reid (2000), having to meet and establish new relationships
with the staff working in different areas within the NICU was also a testing time for
some parents. Care was sometimes delivered by a different nurse each shift and there
were criticisms that in these situations there was a lack of continuity of care, nurses
were unable to have indepth knowledge of their baby, a plan of care was changed or
routines were altered. Echoed by the findings of Fenwick, Barclay and Schmied
(2001) for a parent who had perhaps arranged the timing of his/her visit to the NICU
to fit in with their baby’s routine, it was extremely frustrating to arrive and find a feed
and nappy change already completed by the nurse or no longer due at that time.
Aagaard and Hall’s (2008) meta-synthesis of mothers experiences of having a preterm
infant in the NICU found that established relationships with constant caregivers make
it less intimidating for parents to ask questions and that continuity of care affects a

mothers perception of her baby’s safety and her own emotional safety.
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It is recognised that continuity of nursing care is difficult to achieve, particularly in a
large NICU where there are very large numbers of staff and where therc is movement
of the babies through different areas of the NICU as they progress. However, an
increased awareness of the impact of many different caregivers on parents should be
recognised by staff in the NICU and an improved continuity of care, greater
communication with parents about planning of care and efforts not to change routines
without reason are recommended.

The support from doctors was viewed very differently by parents from that received
from the NICU nursing staff. Whilst nursing staff were constant, always present and
seen as a source of everyday information, guidance and support, doctors were seen
less frequently, discussions were sometimes ad hoc by the bedside but often more
formal by appointment or arrangement away from the clinical area. Parents sometimes
described doctors knowing their baby in a clinical sense, holding information about
diagnosis, tests, investigations and results. Doctors were less likely than nurses to
know their baby as an individual with personality or with the same depth of
knowledge as the nurses. Similarly, MacDonald (2007) found that parents perceived
the role of the neonatologist as that of decision maker based on information given to
them by the nursing staff.

Communication with doctors was positively regarded by many parents with more
positive comments about parental ability to talk to the doctors than negative. Positive
perceptions of doctors were that they were approachable and were valued for their
information giving and explanations. However, unlike the nurses, doctors were not
described as involving, encouraging or as supportive. There were also some criticisms
about the language that some doctors used, particularly during the consultant ward

round leaving parents confused about what they had been told or heard. Other parents
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described wanting the opportunity to be talk with the doctors morc oftcn and a regular
formal update out of the clinical arca was a suggestion made to discuss the baby’s
condition and plan of care.

Some parents reported that they had never spoken with a doctor and whilst some
viewed this as a reflection of their baby progressing uneventfully and there being no
need, parents should expect information and discussion with doctors involved in their
baby’s care throughout their NICU stay .The Department of Health’s document
(Toolkit for High Quality Neonatal Services, 2009) advises that parents should have
the opportunity to discuss their baby’s diagnoses and care with a senior clinician
within 24 hours of being admitted to the NICU or a significant change in condition.
There were a small number of parents who positively described being informed of the
plan of care for their baby however parents did not perceive themselves as being
involved or consulted in the process of planning care with NICU staff. Yet, the role of
becoming a parent involves the parent making decisions and exercising their control
over what they believe is best for their baby and how they would like things done for
the baby. They may listen to advice from those close to them but then make their own
decisions about how to care for their baby.

With the passage of time, parents at Interview Two were asked about their ability to
influence what happened to their baby in the NICU. A small number of mothers but
only one father viewed their ability to influence what happened to their baby in the
NICU in a positive way. These were mothers of babies who were progressing very
well and were nearing discharge home. The involvement in decision making that these
mothers described related to fairly minor but not insignificant decisions such as
feeding regimes made with the nursing staff. However, these mothers felt able to

contribute to the plan of care made with neonatal staff for the baby and they described
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how they had expressed their opinions when they felt a certain plan of care was not
appropriate for their baby and how they had worked as a team with neonatal staff with
the baby’s best interest at heart.

There were more parents who reported that they felt unable to say anything to the
NICU staff, some with concerns about how that may affect care whilst others,
particularly fathers complained about not being involved in decision making and of
feeling powerless. Being able to influence what happened to their baby was often
associated with concerns about inconsistencies in levels of care. Parents felt that the
attention the baby received whilst they were with their baby was superior, staff were
more thorough and care was of a greater standard than when the baby was alone in the
NICU.

Parents should not only feel able to influence what happens to their baby and be
involved in the planning of care without the above discussed concerns, it is
recommended that they should actively be encouraged to do so. This is supported by
The National Institute for Health and Clinical Excellence (NICE) who published
Specialist Neonatal Care Quality Standards in 2010. These standards laid down the
involvement and encouragement parents should expect in their baby’s care in the
NICU and directs NICU’s to communicate regularly with parents of babies and ensure
parents are encouraged and supported in being actively involved in planning, joint

decision-making and providing care for their baby.

4.3 Practical implications for organisation of the NICU.

In the section above discussing parental adaptation and parental role development

there have been practical implications highlighted and recommendations made for
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nursing and medical staff in the NICU. In addition to these, there were some practical
suggestions that parents made that would enhance their experience and make their
time in the NICU easier. These recommendations made by parents often related to the
facilities made available to them and are relevant to this particular hospital and NICU
and will obviously be different in other NICU’s. However, there may be lessons to be
learned for staff in other NICU’s despite these suggestions being associated with onc
particular NICU.

The facilities for parents to use in this NICU included an open seated area at the
entrance to the NICU where visitors could wait and meet parents and there was a
sitting room with chairs and a television for parents and their children to use. There
were two parent bedrooms with bathrooms for families to use when it was appropriate
for their baby to come out of the clinical area and spend time alone with their parents
and an equipped kitchen. There were also facilities for mothers to express and store
their breast milk. Elsewhere in the hospital, there was a shop selling confectionary,
drinks, sandwiches, newspapers etc, a separate sandwich shop and the hospital
canteen which were all day time opening only.

Parents felt that there was a lack of facilities for fathers. Even following the admission
of a particularly sick or premature infant, local fathers were expected to go home at
night but as a NICU accepting infants requiring intensive care from out of the local
area, there were some fathers who did not have that option. These fathers were given a
reclining chair for use at night next to the mothers’ bed on the maternity ward. In
comparison to inpatient mothers, fathers felt that they had no space of their own to
withdraw to, they felt that they were intruding on the maternity ward and there were
restrictions such as not being able to use the toilets there which made them feel as

though it was improper for them to be there.
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Separate accommodation for parents was a suggestion made by fathers who were
travelling considerable distances every day to see their partner and baby and also by
mothers who found being in a maternity ward surrounded by well babies
inappropriate or distressing. There were comparisons made to children’s services
where parents often have their own on-site accommodation to enable both mothers
and fathers to stay close to their baby. The mothers participating in Wigert,
Johannsson, Berg and Hellstrom (2006) Swedish study of maternal experiences in the
NICU reported that they found meeting mothers who had their newborn baby with
them on the maternity ward emotionally difficult. But nor did mothers feel
comfortable in the NICU because there was no bed or place for mothers to go to if
their baby was sleeping or they felt they had nothing to do.

Whilst most mothers accepted that they could not stay on the maternity ward for
longer than their own obstetric needs dictated or demand for their bed allowed, there
were some mothers who were reluctant to leave the hospital and their baby. Going
home for mothers raised new problems of getting to and from the hospital particularly
if it involved long distances or the mother was unable to drive following caesarean
section. Maternity wards can be very busy with a demand for fast turnover of mothers
through them and it is not always appropriate for the mother of a baby in the NICU to
be staying there. However pressure to leave can add to an already stressful situation
and for those planning a move or designing a new NICU, adequate parent
accommodation should be given sufficient consideration to meet the needs of these
parents.

Beck, Weis, Greisen, Andersen and Zoffmann (2009) evaluated changing the physical
layout of a Danish NICU to provide smaller rooms with a parent bed next to the

infant. Parents reported an increased feeling of being a mother and father and of
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feeling closer to their baby but staff expressed concerns that parents were unable to
relax and were constantly disturbed by activity in the room. Clearly, the idcal place
for mothers and fathers to stay and go to when they need to relax is dependent on
many factors and parental needs and what may suit one parent may not suit another.
Later in the experience, wherever possible both parents tended to have gone home,
and these parents described a general lack of facilities for parents in the NICU.
Parents suggested an area for them to get away from the clinical rooms to be alone for
a period of time or be with their other children. Parents also suggested that they would
appreciate somewhere in the NICU where they could make a hot drink or buy food,
snacks and hot or cold drinks from a vending machine without having to leave the
NICU. Parents should expect to be introduced to facilities, routines, staff and
equipment on admission to the NICU (Department of Health, 2009) but parents in the
present study were not always informed of the facilities in the NICU that would have
made their experience easier. Whilst this NICU did not have any vending machines
for parents or visitors, there was a kitchen with tea/coffee making facilities, a
microwave to heat meals and a room for parents to sit and relax in. In order for
parents to utilise the facilities available to them, NICU staff need to ensure that
parents are aware of them.

There were parents who were aware of the parent sitting room but still felt that the
NICU failed to provide them with somewhere to relax. There were criticisms that the
furniture in the room were not conducive to relaxing, it could be busy and noisy with
other people and one mother reported she could not go there to relax because amongst
other leaflets she had seen in there were leaflets about post-mortem which she found
inappropriate. There were some parents who wanted privacy, whilst others would

have liked somewhere to chat with other parents, demonstrating that it is difficult to
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meet the needs of every individual parent. However, a room with comfortable
furniture, seating and facilities to make a hot drink would be recommended as a good
foundation for parent facilities. Whilst there are many parent information leaflets that
are appropriate for general distribution, leaflets providing specific or sensitive
information, such as post mortem, should only be given to thosc parents who have a
need for that information and at a time when it is appropriate to do so.

Like Wigert, Johannsson, Berg and Hellstrom (2006), some parents described their
need for some privacy and time alone with their baby and for some parents there was
a perception of inadequate space (particularly when the NICU was very busy)
between each incubator or cot space intensifying their concerns about a lack of
privacy in the NICU. Hall and Binchmann (2009) also supports these findings with
mothers in their study finding it increasingly difficult to establish a personal space or
privacy and Beck, Weis, Greisen, Andersen and Zoffmann (2009) reported that the
introduction of smaller rooms positively supported family centred care, there was
space for privacy, the atmosphere felt more intimate and staff became more sensitive
to the needs of parents.

In a small Danish study of 5 mothers by Hall and Binchmann (2009), the provision
and use of a relative room was welcomed and reported as a place where mothers felt
good, it was a place of her own where she could be herself and get to know her baby.
The present findings are that many parents had not yet had the opportunity to take
their baby into a parent bedroom for some time alone and they believed that to have
that level of privacy would make their experience easier to bear. This opportunity is
only appropriate for clinically stable babies who are nearing discharge home, so there
may be a long waiting period for those parents of babies born very preterm or sick

where they are unable to be completely alone. NICU staff should be aware of these
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parental feelings and wherever possible the perception of being alonc and spending
time in privacy with their baby can be respected. Minimising intcrruptions, carctul
positioning of the baby within the room away from busy areas such as sinks and
providing screens around the family when the baby is out for skin to skin contact with
the parents are recommended.

Finally there were small numbers of parents who described their need for access to
written information or a resource centre and small numbers of mothers who were
dissatisfied with the facilities or support for expressing/breast feeding mothers.

Parent accommodation for all fathers and for mothers when a bed on the maternity
ward is no longer appropriate would enable both parents to stay close to their baby,
have the necessary facilities for them to sleep, rest, eat and drink and to meet their
hygiene needs. Provision of this level of facilities would clearly be a considerable
undertaking for any NICU which does not already have these services however, this is
the level of amenities that are provided for parents in children’s hospitals and
something that NICU’s should aspire to.

Although it is not generally possible to change the geography of a NICU, there are
changes or improvements that NICU staff can make to enhance the experience parents
have. Relatively easy changes to promote parent comfort, relaxation, privacy and
actual or perceived time alone with their baby are measures that all NICU’s can assess
and where necessary make changes. More importantly, NICU staff need to implement
a system to check that parents have been made aware of the facilities available to
them. Whilst it may not be immediately appropriate to show parents where they can
make themselves a drink when parents visit their baby for the first time in the NICU,

efforts should be made to ensure that on subsequent visits this information is given to
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parents. Written information for parents could include details of NICU facilitics to

reinforce any verbal information given at the bedside.

4.4 Summary

In reflecting on the qualitative method used, the use of semi structured intervicws is
believed to have accurately explored and described the experiences of parents in the
NICU. The interviews were time consuming and sometimes difficult to arrange
because of the demands on parental time, but in comparison to other means of
collecting data, is still judged as the most appropriate method of exploring the
experiences of individual parents in such depth.

With the emergence of such differences between the maternal and paternal
experience, it may have been helpful to have interviewed a greater number of fathers
at Interview Two. However, it is said with confidence that the ethical issues involved
in recruiting participants into a study which involved exploring feelings and views of
a traumatic or stressful event were robustly addressed. Therefore, the demands on the
time of fathers as most returned to work and had limited time to be with their baby in
the NICU, resulted in these fewer interviews with fathers at Interview Two time point.
The transcribing of sometimes extremely lengthy interviews was very time
consuming, as was the process of coding each interview on WINMAX Pro, however
both processes was helpful in becoming familiar with each interview. That said,
despite the large numbers of interviews in this study, it was always easy to remember
each individual interview quite clearly. WINMAX Pro was also found to be

enormously useful in the organising of the vast quantity of data that the interviews
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produced and examples of text could be exported to give the reader an insight into

parental responses when presenting the results.

The research questions have been addressed and recommendations for practice made

throughout the discussion but are summarised briefly for the reader below.

a) Do mothers and fathers have similar experiences as parents of infants on a NICU?

This study has shown that the experiences from prior to the birth, through the early
NICU experience and with the passage of time are indeed very different for mothers
and fathers. Adaptation for fathers appears to focus on feeling lucky in comparison to
others less fortunate and by identifying benefits to their situation for themselves, their
infant and his/her mother. With respect to apportioning blame, self blame was almost
entirely only described by mothers in their attempts to regain control over the event.
Development of the parental role was less obvious in fathers than mothers. Fathers
were less likely to undertake care giving roles or to touch, hold and comfort their baby
either because they were more reluctant to do so or because they believed it was more
important for the mother to do so, particularly earlier in the experience when there
were fewer opportunities. However, paternal involvement in care giving activities and
holding his baby was associated with increasing feelings of attachment and
protectiveness. It is therefore recommended that fathers need opportunities and
encouragement to be as involved as mothers in care giving activities.

Whilst hospitalised mothers were able to focus on their sick infant, fathers had other
concerns such as practical issues, maintaining the home, care of other children and

work or financial worries. Particularly at Interview One, fathers were the interface
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between the mother and the outside world, protecting her from questions or difficult

conversations with friends or family members.

b) What stressors do they perceive?

There were many aspects of the NICU experience that parents described as stressful
and included the labour and delivery experience, the sights and sounds of the NICU
and the appearance of their sick infant. Events in the NICU such as procedures being
performed, hearing bad news and seeing other infants becoming acutely unwell or
dying were also described by mothers and fathers as distressing.

Practical issues of maintaining the home, care of siblings, travelling and work
stressors were mainly described initially by fathers. But with the passage of time,
mothers were discharged home from hospital and the practical difficulties of visiting
their infant also became a stressor for mothers.

Communication with staff was generally viewed favourably; however, these findings
highlight the need for greater discussion opportunities with Doctors. Fathers
particularly described their need to be given factual information about their baby’s
condition and treatment and expressed their frustrations in the later interview at being
unable to contribute and influence decision making. It is therefore recommended that
parents should be spoken to by a senior member of the neonatal team within 24 hours
of admission and at regular intervals depending on individual need and changes in
clinical condition of the baby. It is also recommended that parents are considered and
involved in the decision making processes affecting their baby in the NICU. In the
process of information, it should not be assumed that one parent will share what they

have been told with the other. Fathers described trying to protect the mother of their
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baby from information or facts they may find worrying or distressing. It is therefore
recommended that where possible parents are given information together or that it is
repeated to both parents.

Support between the mother and father was mostly positive and of the greatest value
to parents. Family members were often a valuable source of emotional and practical
support however, mothers, particularly in the early NICU experience avoided
conversations with friends as they were too exhausting and difficult for them to
consider at that time.

It is recommended that NICU staff should encourage opportunities for parents to talk
and support other parents. However, they should also be aware that not all parents will
choose to do so.

Recommendations have been made to improve the experience for parents in providing
basic provisions for somewhere to relax, store, prepare and consume meals and spend
time alone with their baby and family when appropriate. These were highlighted by
parents as details and ideas that what make their time in the NICU easier and less

stressful.

¢) What is the process of adaptation to having a premature or sick infant in the NICU?

The process of adaptation for mothers and fathers has been shown to be very different
for fathers in comparison to that of mothers. Blaming oneself for a traumatic event has
beenvassociated with successful adaptation as the victim establishes a sense of control
over the situation they find themselves in. Whilst the mother of an infant requiring
NICU care described feelings of self blame, guilt, searching for a reason and making

upward and downward comparisons with others, these were not responses replicated
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by fathers. Fathers did not apportion blame to themselves, any other person or event.
However, fathers appear to adapt and adjust to their situation successfully with an
ability to describe many benefits to having an infant cared for in the NICU. Fathers
described a changed outlook in life, an newfound appreciation of what was important
in their life and frequently highlighted health benefits for the mother (e.g time to
recover from the birth experience), for the baby and for the couple as parents as they
learned baby care giving skills in the NICU.

Like fathers, many mothers also described benefits to their NICU experience and both
parents considered themselves lucky to be in their situation and made comparisons to

others less fortunate than themselves.

d) Do parental views and feelings about their experience change over time?

For both mothers and fathers the events around the time of the birth of their baby
became less significant by Interview Two time point and the focus of their experience
was directed towards progress made and ultimately discharge home.

Those feelings of self blame and guilt expressed by mothers were no longer apparent
at Interview Two and both parents continued to describe themselves as lucky to be in
the situation they were in and described benefits.

Over time there were clear signs that there was a development of the parental role for
both mothers and particularly fathers as they became more involved in care giving
duties and had increasing opportunities to hold and comfort their baby. Unlike
mothers, there were a number of fathers at Interview One who had not yet held their
baby, whereas all fathers had by Interview Two. Parents described increasing feelings

of being needed by their infant as love and attachment were expressed. Like mothers,
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fathers believed that the mother of their infant knew their baby best but both parcents
felt that their infant was able to recognise or respond to them and they were able to
describe the personality of their baby with confidence at Interview Two.

In contrast to Interview One, at Interview Two, fathers were frustrated by their
inability to influence care in a positive way. Some described feeling reluctant to voice
their views and concerns, in fear of any negative impact that may have on the care of
their infant. Other fathers described feeling powerless or felt that the care that their
infant received was dependent on their presence or parental pressure they exerted.
Parental responses to questions relating to support from their partner, family, friends,
other parents and NICU staff also showed changes over time.

The findings of the study have implications for those teaching health care
professionals, particularly nurses and doctors who are involved in the care of the sick
neonate and their family. These have been raised throughout the discussion and other

recommendations for practice have been made.
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4.5 Strengths and Limitations

Qualitative research can be criticised for depending on small numbers of participants
however, a strengtﬁ of this study are the large numbers of mothers and fathers who
participated. Interviewing parents at two different time points is also a strength of the
study in that new or changed views and feelings were revealed and explored. How
adaptation to being a parent in the NICU and developing the parental role saw
changes over time and these were captured by interviewing early in the NICU
experience (7 to 10 days after birth) and then later in their NICU experience(from 28
days).

The interviews were conducted by one interviewer thus removing any variances
possible if multiple interviewers were involved. As the sole interviewer, I am an
experienced neonatal nurse, with experience of interacting with parents of sick
infants, had an in depth understanding of the NICU, the illnesses or disease processes
experienced by infants requiring neonatal intensive care and the vocabulary used.
However, I did not give any direct nursing care to infants or families in the NICU or
wear a uniform during the study, and the research took place in a NICU not
previously known to me. Parents did not view me as part of the clinical team so were
confident that their responses would remain confidential. That said, participating
parents knowing I was a neonatal nurse may not have wanted to appear critical of
nurses.

- Recruitment was from a single site; therefore generalisation of the findings may be
restricted although many of the findings of the present study are supported by other

authors.

310



Fathers, who remain under represented in parental experiences in the NICU arc
included in the present study to compare the experiences of mothers and fathers.
However, as in other studies, fathers of sick, preterm infants were more difficult to
recruit than mothers. Fathers were enthusiastic about participating but arranging a
time to conduct the interview was often practically difficult to organise, particularly at
the second interview time point. Fathers had commitments of the home, other children
and with the passage of time, most fathers had to return to work so their time with
their baby in the NICU was precious and often limited to evenings by the second
interview time point. Hence, there are fewer fathers than mothers participating.

The use of semi structured interviews are sometimes criticised as potentially
prescriptive and leading but the advantage of using a semi structured interview
approach was that although questions were predetermined, they also allowed
participants and researcher to pursue areas in more detail or be directed by the
participant. Parents in the present study were encouraged to talk freely and openly
with a conversation about one aspect of the NICU experience often leading to another.
The interview schedule was sometimes only required to start the interview and then
checked at the end to ensure that all questions were covered. Furthermore results were
very similar to those obtained from other research using different techniques such as
grounded theory, which suggests that parental responses were not constrained by the

interview structure.

311



4.6 Recommendations for Future Research

These findings have highlighted the many differences between the NICU experience
for a mother and for that of a father. Adaptation to the NICU experience and paternal
role development was found to be unlike that of maternal adaptation and role
development. Furthermore, the support needs, communication needs and stressors for
fathers appear to be quite different from that of mothers. It is therefore recommended
that there is a need for future exploratory study of fathers in the NICU in order to

explore their experiences further and then to meet their specific needs.

A longitudinal follow up of parents and infants post discharge, as well as plotting the
course of becoming a parent, would also enable parents to reflect back on their NICU

experiences and possibly provide a more critical evaluation.

In the present study there was relatively little concern expressed about possible future
developmental problems. This was in spite of some parents having been informed by
neonatologists that the infant had scans showing bleeds in the brain and that outcome
could not be predicted. Parents appeared to be focused solely on taking the baby
home. Follow up into later months and years when a diagnosis of disability had or had

not been made would also help to inform communication with parents in the NICU.

It would also be informative to use psychological assessments of such individual
characteristics as coping skills, self efficacy and self esteem in order to determine
whether the small number of mothers who felt unlucky, saw no benefits, did not make
downward comparisons, felt powerless in the NICU had particular characteristics that

influenced their ‘becoming a mother’ of a premature baby. If this were found to be the
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case then interventions aimed at increasing coping skills for example, and following

up post discharge would be indicated.

As described in the results, during the course of the study there were different parental
views about being present and hearing what was said on the Consultant ward round.
This led to a study to discover parental preferences about visiting during ward rounds
in the NICU. Using a short structured interview, Bramwell and Weindling (2004)
found that sixty three parents interviewed had visited their baby during a ward round
and 13 had specifically chosen to visit at that time to be present and hear what was
said. About half had overheard conversations about other babies or thought
discussions about their baby had been overheard. Parents were found to have little
information about the ward round and held varied views. They described concerns
about communication, practicalities, and issues of ethics and principle. Whilst many
parents expected some sharing of information between families on the unit
confidentiality was a matter of concern for others. Bramwell and Weindling (2004)
concluded that NICU’s should consider the information they provide for parents about
ward rounds, the possibility that consultations may be overheard and the opportunities

for parents to communicate with the clinical team.
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Appendices

Appendix 1. Parent Information Sheet

PARENT INFORMATION SHEET

Parental Experiences of Neonatal Intensive Care

Investigators (names removed)

What is the study about?

We wish to investigate the experience of being a parent in NICU in order to provide
more appropriate support whilst parents are in our care. Whilst we appreciate some of
your needs and try to help in any way we can, we recognise that we don’t understand
enough about what is happening to you during this time. Wec¢ wish to know more
about what you are experiencing, and what you think about the support we currently
provide so that future parents may benefit from your experiences.

What will taking part in the study involve?

The study consists of 2 questionnaires and 2 interviews, and we welcome the views of
both fathers and mothers. Completing the questionnaire should not take more than 15
—~ 20 minutes. A further two brief checklists are included in the study when
completing the first questionnaire only.

Some of you may initially agree to participate but feel reluctant to commit yourself to
any follow up. This is entirely acceptable; completing the first questionnaire does not
commit you to participating in interview or further questionnaires. The reasons for
follow up by interview and further questionnaires are twofold. Firstly, many issues
that are relevant to your experiences do not fit neatly into a questionnaire format.
Secondly, you may find that your views or your feelings change over time.

Are there any benefits to me taking part in this study?

From previous experience of talking to parents during this stressful time, we have
found that many parents benefit from talking to someone outside the general nursing
and medical relationships that you will develop. This opportunity to tell us about your
feelings or your experiences will hopefully benefit future parents, but may also help
you to express your own difficulties.

Are there any risks to me taking part in this study? '
The research team is not directly involved with the clinical care you or your baby will
receive. Your responses will not be discussed with clinical staff. No risks to you or

your family are anticipated.

Do you have to take part in this study?
If you agree to participate in this study you will be asked to sign a consent form when

the questionnaire is given to you. This should occur between the second and fourth
day following admission. Please do not feel obliged to participate. Your baby’s care
will not be influenced in any way by the decision to either decline or agree. You will
be asked to consider having an interview about 10 days following admission. If you
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agree it will be conducted at an agreed time in a private room on the nconatal unit.
You may withdraw from the study at any time without fear that your carc or your
infant’s care will be influenced.

What else will be involved with this study?

This study will be followed up after your baby has been discharged home. Any further
investigation will take the form of postal questionnaire concerning how you arc
getting on. This will take place about 1 month after discharge and again when your
baby is about 10 months old.

This does not commit you in any way, you can still choosc not to continuc with the
project at any time.

If you have any further questions about this project, pleasc do not hesitatc to contact
any of the research team
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Appendix 2. Consent form.
The identity and location of the ethics committee has been removed.

CONSENT FORM

Parental Experiences of Neonatal Intensive Care

I have read the information sheet concerning the above project, and | understand that
further information will be provided if I request it.

The project has been explained to me by:

[ also understand that I may withdraw at any time and that ongoing participation is
entirely voluntary.

I hereby consent to participate.
Please PRINT name and relationship to infant:

Address;

Signature:

Infant’s name and medical record number:

Signature of Investigator:

Date:

You will be contacted after discharge to invite you to participate in follow up. This
will take the form of postal questionnaires at 1 month after your baby’s discharge and
Wwhen your baby is about 10 months old.

Please tick the box if you DO NOT wish to be contacted after your baby has gone
home.

Mother .................. - Father........... 3
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Appendix 3. Interview One Schedule
Interview 1

Pregnancy and birth

1. Did you have any worries about the baby during the pregnancy?

2. Did you expect any problems once the baby was born?

3. Were you prepared for the baby’s arrival?
Did you have a chance to talk to a paediatrician prior to
the birth?
Was NICU admission discussed in parent education?
Did you have an opportunity to visit the NICU prior to
the birth?
Do you know anyone else who had experience of the
NICU?

4. Were you able to talk about things with your partner before the birth?

S. How would you describe the labour and delivery?

6. How do you feel about the situation that you were in?

(Do you feel anyone or anything responsible for your situation?)

7. Have you ever asked yourself “why did this happen to us?”
Feelings about the baby
L. Can you describe your feelings when you first saw your baby?

2, What about when you first saw your baby on the NICU?
3. What did your baby look like?

(As you expected? Shocked?
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How did you feel about the environment/cquipment?)

4. What was it like to hold your baby for the first timc?

5. And since then, are things the same?

Your feelings and experiences

1. What kind of words best describe your feelings at the moment?
2. Are you able to express them with/to anyone?
3. Can you tell me who you are able to talk to?

4. Does it help?
5. Have you been able to talk to other parents?
6. Does it help?
7. Do your friends understand your situation?
8. Do you feel supported by your family?
In what ways?
9. Do you think that you are able to help/support your partner?
In what ways?
10. Do you think that your partner is able to help/support you?
In what ways?
11. Can you tell me the things that you are able to do for your baby?
12.  Did you need help to learn these things?
13.  Have you been able to talk to the nursing staff?
Would you like to talk to them more/less/about right?
Do you ever feel like you are bothering staff?
14.  Does it help to talk to the nursing staff?

15. And what about the doctors?
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16. Has anything that you have seen made you feel angry or distressed?

17.  Are there things that you would like more or Icss help from staff with?

18.  What would make this time in the NICU casicr for you or your family?

19.  Some parents see this whole experience as a complete nightmare and can sec
nothing good coming out of it. Others can describc benefits to what has
happened. Do you see any benefits in your experience or is it a nightmare?

(Example, stronger relationships?)

20. Do you regard yourself personally, or as a family as being ‘lucky’ or ‘unlucky’
to be where you are right now?

21.  Can you recall the strongest feelings you have had since your baby has been in

the NICU?

22.  Have you any thoughts about the future for your baby?

23.  What about future pregnancies?

24.  Would you like to be alone with your baby?

25.  How do you think that this would make you feel?

26. Would you like to spend more or less time in the NICU?

27. What prevents this from happening?

28. Do you ever feel that you are in the way or do you feel welcome?

29.  Are there things that only you and your partner can do?

30.  What can you do to help your baby?

31.  Who do you feel knows your baby the best?

32. Do you think that your baby recognises you?

33.  What kind of personality has your baby got?

34.  Are there any other issues that you feel are important that you would like to

talk through?
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Appendix 4. Interview 2 Schedule
Interview 2

Recall of earlier interview and any developments.

1. We talked about the events leading up to and including the dclivery of your
baby. Have you got any further thoughts or feelings you would like to share

about the pregnancy or the birth?

2. Have your feelings changed between the first interview and now?
3. Can you tell me what has happened since we last talked?

About the baby

1. In the first interview we talked about how you felt when you first saw and held

your baby. Have things changed since then?

2. What do you feel like when you come into the nursery to be with your baby?

Your feelings and experiences

I. What kind of words best describe your feelings at the moment?
2. Are you able to express them with/to anyone?
3. Can you tell me who you are able to talk to?

4, Does it help?

5. Have you been able to talk to other parents?
6. Does it help?

7. Do your friends understand your situation?
8. Do you feel supported by your family?

In what ways?

9. Do you think that you are able to help/support your partner?
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In what ways?
10. Do you think that your partner is able to help/support you?
In what ways?
11. Do you feel needed? By whom?
12, Can you tell me the things that you are able to do for your baby?
13. Did you need help to learn these things?
14, Have you been able to talk to the nursing staff?
Would you like to talk to them more/less/about right?
Do you ever feel like you are bothering staff?
15.  Does it help to talk to the nursing staff?
16.  And what about the doctors?
17.  Has anything that you have seen made you feel angry or distressed?
18.  Are there things that you would like more or perhaps less help from staff with?
19.  What would make this time in the NICU easier for you or your family?
20. Some parents see this whole experience as a complete nightmare and can sce
nothing good coming out of it. Others can describe benefits to what has happened.
Do you see any benefits in your experience or is it a nightmare?

(Example, stronger relationships?)

21, Do you regard yourself personally, or as a family as being ‘lucky’ or
‘unlucky’to be where you are right now?

22.  Can you recall the strongest feclings you have had since your baby has been in
the NICU?

23.  Have you any thoughts about the future for your baby?
24, What about future pregnancies?

26.  Would you like to be alone with your baby?

27.  How do you think that this would make you feel?

28.  Would you like to spend more or less time in the NICU?
29.  What prevents this from happening?
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30.

31.

32.

33.

34.

35.

36.

37.

Do you ever feel that you are in the way or do you feel welcome?

What can you do to help your baby?

Do you believe that by being here, you are able to influence what is happening
to your

baby?

Are there things that only you and your partner can do?

Who do you feel knows your baby the best?

What kind of personality has your baby got?

Do you think that your baby recognises you?

Are there any other issues that you feel are important that you would like to
talk through?
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Appendix 5
Parent Interviews and their Characteristics

Parent |Motheror| Interview Mother/ Birth |Boy or Girlj Infant Birthweight | Delivery | Transfer | Congenital | Previous poor | High risk | Experience | Single
Interview | Father |Time Point (1,{ Father Dyad |Order| Infant gestation (grams) (ND, EM | (NO, AN | abnermality | outcome (Y/N) | pregnancy |of ICU (Y/N)| Mother
(M/F) 20rTP2) (a,b,c) (B/G) (weeks) or ELCS) { orPN) Y/N) (Y/N)

1 M TP 2 1 G 25 692 ND AN N N N N

2 F 1 a 1 B 37 2710 ND AN Y N Y N

3 M 1 a 1 B 37 2710 ND AN Y N Y N

4 M TP 2 b 1 B 28 720 EMCS AN N N N N

5 M 1 1 G 33 1772 EMCS | NO N N N N Yes
6 F TP2 b 1 B 28 720 EMCS | AN N N N N

7 F 1 c 1 B 41 3812 ND NO N N N N

8 M TP 2 c 1 B 41 3812 ND NO N N N N

9 F 1 d 1 B 25 860 ND AN N N N N

10 M 1 d 1 B 25 860 ND AN N N N N

11 M TP 2 1 G 26 780 EMCS PN N N Y N Yes
12 M TP 2 1 B 26 832 ND AN N N Y N

13 M 2 d 1 B 25 860 ND AN N N N N

14 M 1 1 G+G 34 ]1630/1856{ ND NO N N N N

15 M TP 2 1 B 28 998 EMCS | NO N N Y N

16 F 2 d 1 B 25 860 ND AN N N N N

17 M 1 1 G+G 34 1684/2020| ELCS NO N N N N

18 M 1 1 B+B 29 {1000/1088] EMCS | AN N N N N

19 M 1 € 1 G 24 560 ND AN N N N N
20 M 1 f 1 B 27 1105 ND NO N Y Y N
21 F 1 e 1 G 24 560 ND AN N N N N

22 F 1 f 1 B 27 1105 ND NO N Y Y N

23 M 1 4 B 28 1226 EMCS | AN N Y Y Y
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Parent |Mother or| Interview Mother/ Birth [Boy or Girl] Infant | Birthweight | Delivery | Transfer | Congenital | Previouspoor | Highrisk | Experience | Single
Interview | Father |Time Point (1,| Father Dyad | Order| Infant gestation (grams) (ND, EM | (NO, AN | abnormality | outcome (Y/N) | pregnancy |of ICU (Y/N)| Mother
(M/F) 20rTP2) (a,b,c) (B/G) (weeks) or ELCS) | orPN) (Y/N) (Y/N)
24 M 1 1 B 24 815 EMCS NO N N N N
25 M 1 2 G 25 850 EMCS PN N N N N
26 M TP 2 g 2 G 32 1468 ND NO N N N N
27 F TP 2 g 2 G 32 2468 ND NO N N N N
28 F 2 f 1 B 27 1105 ND NO N Y Y N
30 M 1 1 G 31 1705 ND NO N N N N
31 F 1 h 1 B 26 945 ND NO N N N N
32 M 1 h 1 B 26 945 ND NO N N N N
33 M 2 4 B 28 1226 EMCS AN N Y Y Y
34 M 2 1 B+B 29 11000/1088) EMCS | AN N N N N
35 M 2 f 1 B 27 1105 ND NO N Y Y N
36 M 1 1 G 38 4760 ELCS NO Y N N N
37 M 1 2 G 31 1885 EMCS NO N - N N N
38 M 1 i 1 B 29 1535 EMCS | AN N N N N
39 F 1 i 1 B 29 1535 EMCS | AN N N N Y
40 M 2 4 B 27 970 EMCS | NO N Y Y Y
41 M 2 1 G 31 1705 ND NO N N N N
42 F 1 ] 1 G 32 1525 ND NO N N N N
43 M 1 ] 2 G 32 1525 ND NO N N N N
44 M 2 i 1 B 29 1535 EMCS | AN N N N N
45 F 2 i 1 B 29 1535 EMCS | AN N N N Y
46 M 1 1 G 30 1180 ELCS AN N Y Y N
47 M 1 k 2 B 32 1075 ELCS NO N N Y Y
43 F 1 k 2 B 32 1075 ELCS NO N N Y Y
49 M 1 1 2 G 27 970 EMCS | NO N Y Y Y
50 F 2 k 2 B 32 1075 ELCS NO N N Y Y
51 F 1 1 2 G 27 970 EMCS NO N Y Y Y
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Parent | Mother or{ Interview Mother/ Birth |Boy or Girl| [Infant | Birthweight | Delivery | Transfer | Congenital | Previous poor | Highrisk | Experience | Single
Interview | Father }Time Point (1,| Father Dyad } Order| Infant gestation (grams) (ND,EM | (NO, AN | abnormality | outcome (Y/N) | pregnancy |of ICU (Y/N)| Mother
(M/F) 20rTP2) (a,b,c) (B/G) (weeks) or ELCS) | or PN) (Y/N) (Y/N)
52 M 1 m 2 B 39 3318 EMCS | NO N N N N
53 F 1 m 2 B 39 3318 EMCS NO N N N N
54 M 1 n 2 G 38 3582 ND NO Y N N N
55 M 1 1 G 24 686 ND NO N N N N Yes
56 F 1 n 2 G 38 3582 ND NO Y N N N
57 M 1 0 1 B 31 1705 ND NO N N N N
58 F 1 o 1 B 31 1705 ND NO N N N N
59 M 1 2 G 33 1620 ND NO N N Y N
60 M 2 n 2 G 38 3582 ND NO Y N N N
61 F 2 n 2 G 38 3582 ND NO Y N N N
62 M 2 1 2 G 27 970 EMCS NO N N Y N
63 F 2 1 2 G 27 970 EMCS | NO N N Y N
64 M 2 0 1 B 31 1705 ND NO N N N N
65 F 2 0 1 B 31 1705 ND NO N N N N
66 M 1 3 B 35 1610 ELCS NO Y N Y N
67 M 1 1 B 36 1620 EMCS AN N N N N
68 M 1 1 G 30 1175 EMCS | NO N N N N
69 M 1 4 B 27 970 EMCS | NO N Y Y Y
70 M 1 p 2 B 25 842 EMCS | AN N N N N
71 M 1 q 3 B 27 972 ND AN N N N N
72 F 1 q 3 B 27 972 ND AN N N N N
73 F 1 p 2 B 25 842 ND AN N N N N
74 M 1 2 G 24 725 ND AN N Y Y Y Yes
75 M 2 1 G 30 1175 EMCS | NO N N N N
76 M 2 q 3 B 27 972 ND AN N N N N
78 F 2 q 2 B 25 842 EMCS AN N N N N
79 M 2 p 2 B 25 842 EMCS AN N N N N
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Key

Parent Interviews are referred toas I 1, 12, I 3 and so on in the text.

Interviews. Interview 1 (7-10 days post birth), Interview 2 (beyond 28 days) and TP 2 where the first interview with a parent was at Interview 2 time
point.

Mother/Father Dyad. Mother a and Father a are the parents of the same infant. Mother b and Father b are the parents of the same infant and so on.

Birth Order. 1 is first born, 2 is second born and so on.

Delivery. ND is a normal delivery, EMCS is an emergency caesarean section and ELCS is elective caesarean section.

Transfer. NO is where the baby was born in the parents local hospital, AN was where the mother’s care was transferred to the research hospital
antenatally and PN was where the baby was transferred to the research hospital postnatally for NICU care following birth.

Previous poor outcome refers to a parent who had previously experienced 3 or more miscarriages any previous fetal, neonatal, infant or child death or
severe disability or chronic illness following a congenital, prenatal or neonatal illness. Charted as Y for yes, N for no.

High pregnancy risk was defined as any clinical condition or previous history of clinical conditions in the mother, fetus or newborn which warrant
current pregnancy surveillance above routine levels. Charted as Y for yes, N for no.

Experience of ICU was any parent with previous experience of a NICU or a Paediatric Intensive Care Unit with their own infant/child or other family
member. Charted as Y for yes, N for no.

Single mother was charted Yes for any mother unsupported by her baby’s father.
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Appendix 6. Example of an interview.
I: Did you have any worries during the pregnancy about the baby?

R: No, thankfully absolutely no worries at all. Other than, well, I mean...I’m
err...just sort of normal worries you know like is the baby developing and urm my
brother had sort of heart disease so we wanted to just check that out but no we were
very well looked after in London and all the scans were fine so thankfully no. It was
the most wonderful pregnancy until it all kind of went wrong.

I: Right.
I: So what point were you aware that the baby was going to be born?

R: Well I was down in London and A was up here running a conference and I got a
call at 10 o’clock you know on the Tuesday, last Tuesday evening and A just said
something doesn’t feel quite right and I’ve noticed some bleeding and I said well just
go into the hospital, just for a check up and just make sure. And at that point we
didn’t think there was anything urgent, nothing and she just happened to be with a
friend, you know, whose wife had had their kids here and this is the hospital to come
to, you know, which was fantastic. I mean, literally, I’ve just seen where she was, I
mean she was about five minutes away by car in Hope Street and she came straight in.
And I think initially you know nobody here thought anything because I think A was
just very relaxed and she just said look can you just check everything is OK and as
soon as they had done the you know ultrasound scan they said no they couldn’t quite
hear the baby’s heart beat or the baby’s heart beat was very slow and at that moment
everything sort of came away and there was this whole abruption and they rushed her
off and the next thing I heard down in London I mean, A’s mobile had stopped
working and everybody went out of contact so I got the number here and 1 said my
wife must be here and you know at half past ten they said she had arrived and we will
let you know. And I called again you know, 20 minutes later and they said yeah she’s
now in, having a Caesarean and they are taking the baby out. So from her saying to
me at 10 o’clock I am just going to go in and check everything is OK, knowing that
she had arrived at half past and then suddenly saying she’s had a Caesarean and the
baby’s out and we will find out what sex it is but you know your wife is under general
anaesthetic and I said OK I'll get in the car, so here I am.

I: That really is very sudden isn’t it and you obviously, how were you feeling being in

London?

R: Pretty sort of helpless because you know I mean there was nothing I could do only
getting in a taxi and making sure you know you ask all the right questions but then
everything went quiet because you know A didn’t have a phone and I just thought
well, gosh if she’s not phoning then things probably aren’t OK because she would
always phone. But I’ll tell you the hospital was fantastic I mean I was not only put
through and they said gosh we can’t normally put you through but I said these are the
circumstances and they put me straight up onto the ward. A doctor came straight on
the phone, she said yes I have seen A and she has told me you know that she is very
concerned that you get to know what’s happening and this is exactly what’s happened
and I was able to ask all the questions about you know what has happened?, what has
led to this?, what state is she in? Can somebody find out about the baby? And
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somebody came back on the phone, I gave her my mobile number, Dr A and she was
just amazingly reassuring. You know in these circumstances, this is what happens at
this stage and the baby had been moved to an intensive care bed and you know and
drive carefully. She said exactly was what I wanted to hear.

I: Yeah. In the time that A was on the way in until that conversation did you have
concerns then?

R: Well I had huge concerns then. When I was driving up in the car.

I: Before you knew the baby had been born or before the baby was going to be
delivered.

R: What do you mean in that period between sort of knowing that A had come in here.

I: Yeah, I was fairly relaxed I knew A should get checked out and I knew she was
with a friend who knew Liverpool and they had gone into a taxi and because A was
just very relaxed at that stage she was just saying I am just getting it checked out and
it doesn’t feel quite right and we’ve always said all the way along that we become
more cautious if we need to be and because things have gone so well and you know
the scans had all gone well and there was just nothing you know, to give us any
warning that anything would go wrong. At that stage, I was just thinking...I
remember I was just sitting at home I was just looking up in the books, what does
bleeding mean and how does it happen and at what stage is the baby in at 29 weeks.
But no I was really relaxed at that stage. And it was only literally, the only moment,
the first moment that I thought something is wrong was when I got on the phone to
the doctor. The doctor had said on the ward, she had said don’t worry about travelling
up I'll call you if there is any reason to travel you just sit tight and don’t worry. And
then she didn’t call back and I thought well that must be a bad sign so I called again
20 minutes later and that’s when she said she had gone in for Caesarean.

I: Right. So that initial phone call was before the baby had been born did the doctor
prepare you in any way for what ?

R: Might happen?
I: Yeah!

R: No. They just said she had arrived and she is having some ultrasound tests. I
suppose that’s fair enough I mean at that stage they didn’t know and it all happened in
such a hurry but she had the baby by 11 o’clock and she had gone in by quarter to, so
literally by 10 o’clock when I first knew about it A had arrived by half past, she had
gone in to have the Caesarean by quarter to 11 and then the baby was born at six
minutes past 11. So it was just very quick. I think...there was, there was nothing else
they could, they were very, very informative. After the baby had been born they
called you know and they said look it’s a boy and A is here and when you come this is
where you should come to. But up until then I was calling but, you know...and from
sort of from quarter past 10, when I thought, A hasn’t called me back till 11 o’clock
when I found out the baby had been born I was sort of in limbo and then after that |
was quite shocked. | remember thinking oh she’s had a Caesarean, the baby’s now
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been born and everything suddenly got telescoped and I was very concerned about
how A... you know, I didn’t know anything about this hospital, you know and we had
all the plans made for being in London and so all the unfamiliarity and then this
suddenness you know and so yeah it all came as a huge shock and then I had no idea
how L was and they were being ultra cautious and it was the same Dr A it was good to
have continuity of speaking to the same person, but she was saying you know well
these are all the problems. You know and not saying everything is going to be fine
which she could have done but was actually saying there was a problem with his
breathing and he wasn’t breathing when he came out. He had to be ventilated, his
lungs are immature you know and she took me through the whole list of all the
developmental, prematurity sort of associated problems and I felt actually more
reassured. 1 felt that I understood the picture you know and I was able then to say
well is that unusual for a baby born at 29 weeks and what are the chances and what do
other babies do and so we were able to go through in much more detail over the phone
while we were driving up. You know, rather than thinking while 1 was driving up
everything is fine and he is just in very good hands and had some vague sort of you
know, notion that he was being well looked after but he was a premature baby. 1
actually knew quite a lot of detail at that stage so I could then call my mum and dad
and call other, you know, close family just to say that this is what’s happened and
they could, and they were all abroad so they came back.

I: So did you have any idea about premature babies before that or had you ever
had...?

R: Well I had a slightly unusual... not about premature babies but my younger brother
had a very traumatic birth. He was born with a major heart defect and had open heart
surgery three times in the first six months and was born without a heart beat and we
were all there at the hospital. So I had seen this scenario before and had that scenario
in my minds eye you know when we were driving up and I’ve seen, well my brother
was worse because when [ saw him his chest was open and tubes and wires and his
face was all puffed up with all the drugs.

I: How old were you then?

R:1was 18.
I: Right.

R: So it was 12 years ago. And in some ways, | maybe skipping ahead but I mean
when I walked in the first thing, I mean I went to the wrong place and I came up here
in the back way and the first person I saw was L and saw him with all the wires and
tubes and ventilator and I wasn’t as shocked as I thought I was going to be because |
was imagining it to be much, much worse. And he seemed to be doing much better. |
think the staff here thought that I was more shocked than I really was and they said
“come on let’s take you out of here, and we’ll take you in to see A, you know before
we do anything else” and I didn’t mind at all. [ was...yes, | was more sort of...]
suppose I was slightly anaesthetised because I was shocked. But I felt I also had a lot
of information and | was expecting something much worse.

I: In terms of how he looked physically, or the monitors or, why did he look better?
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R: He looked bigger than I thought he would be, I thought... I had an image in my
mind, the baby the size of my hand you know and he wasn’t. He was the size of my
hand to my elbow you know, he was bigger and he wasn’t as puffed up and he didn’t
have as many wires and the staff were very calm in fact, and I thought all of that
contributed to me feeling less panicked and almost immediately I had come in to the
room to see A, a doctor came in and said right, you know, let’s sit down and I will
take you through the story because A was very sort of, blurred. Although she had
come around after the anaesthetic by about 3 o’clock, well she had come around a
couple of hours before. But I got here...I arrived here at about 3 o’clock, she was still
a bit incoherent but the doctor came in and explained absolutely everything and again
we had a conversation about what the significance of the poor lung development and
what the significance of the ventilator and what are the next stages. So I got another
very realistic picture and I felt probably at that stage a bit more sort of depressed and
you know, because I was actually sitting with A and I had seen L and at that stage
they were saying you know it will take two weeks at least. He’s going to be in
hospital for... you know, two months until his due date. And I thought, my goodness
this is really serious. I think at that stage I thought, I’ve understood the significance
of it, more so than I had in the car when I was just getting all the verbal information
and hadn’t got a mental picture of what they both looked like. So I thought that was
very helpful you know, to be taken out of the room, to be put with A and think have
everything sort of explained slowly so I could ask questions.

I: Yeah.
R: And the doctor came in and one of the paediatric nurses so

I: Did you have a chance at all to speak to A?

R: No, about this. No she deliberately, no we both did the questionnaire and we
deliberately didn’t talk to each other but then compared notes afterwards and she said
I am not letting you know anything at all. She said N is very nice but I am not letting
you know any more than that, we can compare notes afterwards.

I: How do you feel about the situation that you are in? Do you feel anything or
anyone is responsible?

R: I see, what the whole burden and why it’s happened?

I: Yeah.

R: Well it did go...it’s gone through both of our minds and I know, well I think
what’s gone through our minds is you know, was A working very hard? You know
was she working too hard, you know, did that bring anything on or did she run
upstairs or did she lift something or you know we both asked each other all those
questions and I think the reason, I mean they are obvious questions to ask but partly
we had pressure from my Mum and Dad who definitely come from a culture of you
know, when you are pregnant sit back and put your feet up and do nothing and my
sister had done that and she has just given birth literally in May and she stopped work,
stopped everything and put her feet up and sat at home and had a perfect pregnancy
and gave birth two days late and you know and in some ways that was partly their

345



model and I think yeah, both of asked those questions but then we sort of looked at
each other and thought well let’s ask people who know, you know. And so we asked
the gynaecologist in London and he said no, it’s nothing to do with it, it’s just one of
these things that happens and you know, sometimes if you are sitting in a car and the
seat belts whips you in the middle of the stomach or something like that then possibly.
But, just working doesn’t have any connection with it at all and you know and you
would feel and A didn’t do any of that sort of thing. I mean yes, she worked and
worked very hard which is a stressful thing but plenty of people have stressful jobs
and have perfectly normal pregnancies and give birth relatively normally. So, I think
yeah, I mean neither of us blames... other than in our most tired and irrational
moments do we think that it was anything that A did and what we have heard from the
gynaecologists and doctors is nothing to do with it, nothing at all. But you know we
are concerned, that you know, to make sure it doesn’t happen again and they say, the
same gynaecologist says there is a 2% chance of having had this placental abruption
once, that it might happen again but they can watch for it more closely and maybe
next time you know, come six and half months A will take is slightly easier but that’s
all you know, unnecessary... being unnecessarily cautious, but nobody blames
anybody and we are quite relaxed. It’s just one of those things and it happened, as |
say with my younger brother and we asked the same questions then, you know, was
he born with this heart disease, you know, because of anything that happened. I
remember when my Mum had fallen over, had a skiing accident and again they said
no, it’s just pure luck, there is no connection at all.

I: But quite early on then you felt the need to ring your obstetrician in London.

R: Yeah we did.
I: To sort of alleviate those kind of questions?

R: Yes, well we had, well I know you said at the beginning about sort of support
networks, I mean, A’s Dad happens to be a GP and that actually was very helpful in
the car driving up and we were able to say well what the significance of prematurity
and he was able to answer some of those questions about if it was anything that A has
done and in some ways, we all knew what the answers were, but it’s quite reassuring
just to have that. And then yes, I called A’s GP and the obstetrician and he happened
to be away on holiday but spoke to the doctor and had asked some of those questions
here so we were hearing all the same answers which was... and you may ask the
questions over and over again, it all goes over in your mind over and over again. It’s

helpful to hear the reassuring answers again and again you know.
I; Confirms...

R: Yes, exactly.

I: And so early on, you thought about the significance that this may have on perhaps
future pregnancies.

R: Yes, I suppose, yes it’s... one of those, I suppose there are two obvious questions,

is there anything we did and will it affect things in the future and I mean yeah, I mean
what I say is pretty I suppose insignificant compared to how A feels because come the
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next time and we do want to have more kids you know, one other baby ? er I wonder.
If I was A I would find it very difficult to actually completely forget about all of this
and think let’s just have a baby and you know not think about any of the
consequences or some of the things that might have occurred so I think we won’t start
with a clean sheet. You know we will think back what happened. But you know what
we have always done is always ask the questions and make sure we are probably
monitored and look after this one thing. But also be aware that anything can happen
you know and one of the things that gynaecologists tend to ask right at the start was
that vast majority of all pregnancies are perfectly normal. That’s what makes them
normal you know. So you know you that you can buy all these books and you can
worry yourself about all the problems but actually you know there are tonnes of
problems but worry about them if they happen and they are more than likely not to
happen. His philosophy was, I don’t know whether I accept it but his philosophy was
keep an open mind and have a nice day! Which is great. But we have always thought
his was very good philosophy because then you will come back for more. And I think
you can focus on the problems. I mean people do have problems, births and problems
with pregnancies but it’s something that you don’t really focus on the problems is
actually what you focus on is how sweet you know his fingers are and how cute he
looks when he’s sleeping and you know and really you can’t wait to spend a fantastic
time with him. And you don’t actually think I mean hopefully, oh yes of course it is
pretty bright in our you know recent memories you know of what he has just been
through and its awful you know it looks painful and all those things. But that memory
will fade and we’ll actually associate you know with the sort of happy things.

I: So have you thought why has this happened to us?

R: No, other than, no just maybe fleetingly it has come through my mind but I am
thinking about it there is no basis for worrying is there anything we did or.

I: The next questions arc about L

I: Well you have told me what you thought when you first saw him can you describe
your feelings?

R: Yes I can actually, they were a whole mixture of feelings though. I mean I thought
I would be overjoyed to see him and I probably wasn’t to start with. [ thought OK
this is a problem, I want to see A where is everybody? What’s the information? And
who are you? And OK I want to go and see A and I want to know the whole picture
and the story and I remember the first person who said congratulations! To me and 1
thought that is so inappropriate and insensitive because I don’t feel congratulations
are due and I also think this is not a time to be happy this is a time for you know
getting to grips with the whole, with all the information and this is serious, he’s in a
critical condition and yes that’s right we are the new parents but...I thought yeah, I
thought I would feel walking in, gosh how wonderful, how beautiful and everything
and I took a quick look at L and I just thought right and then [ will need to know all
the facts and I need to make an action list of people I need to call and I need to check
A is OK and all those sort of things. So I surprised myself a bit about how I felt. 1
was much more detached.

[: Was that following or perhaps the next time or were things different?

R: Yeah, I found the more time I spent with him the more than I went away I could
close my eyes and I could see a mental picture of him.

I: Yeah.
R: And the more time I spent in the Neonatal Intensive Care Unit the more [ was

talking to the nurses, the more [ went to the ward round, you know I went to the ward
round deliberately the first few mornings. The more the vocabulary changed you
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know from critical and stable you know to start with for the first couple of days. It
then went to progressing. It then went to brilliant and smashing and then he went to
the high dependency unit and the next stage or the nursery. So the language was very,
I know that’s one of the things I was really conscious of over the next few days the
language that the nursing staff used I thought was possibly the most significant thing
because I could then take that back to A you know when she was in the maternity unit
and delivery suite and then when she was back in Mat Base 1 of the maternity section.
It was words like that you know because I could say things to her like this is the
amount of, these are the drugs that he has been given and all that sort of goes over
both of our heads. She and I found it more significant to say they used this word
yesterday and they are now using this word its progressing and they don’t use those
words lightly because we knew from the first couple of sessions we had with the
doctor on the first night that they were very realistic if not bleak about his chances and
saying that this is going to be a roller coaster ride and you will dip and you must
prepare yourself and all these wires and all these tubes. And actually it came as much
more of pleasant surprise when he actually kept on progressing and he didn’t dip. But
we were expecting it. :

I: Yeah.

R: You know and I thought much more helpful to have the digestible language you
know ‘progressing’ and ‘coming off his feeds’ and ‘he’s done a big poo’ and all that
sort of stuff than yeah. I mean yeah we both come from medical families though it’s
not complete jargon but just at that stage it was much more helpful to have user
friendly language. But I also found when one of the paediatric nurses was sort of
changing nappies or you know in his incubator they were I don’t know whether
consciously but they seem to be very careful about the words they were using like you
know ‘you are wonderful” and very sort of reassuring, very sort of motherly language.
Because they could be seeing you know 40 babies every week or whatever, you know
quite blasé about saying come on move your legs but they flippant at all and I found
them very, very careful. May be they are different when I am not around but when 1
was around. Because | was really looking to them for reassurance for the work
because they are so expert you know and they see so many babies, you know you
really try to latch on to the words they are using you know like well, gosh, excellent
and you know poo and all this sort of stuff. Just really little things like that and I
thought that was the most significant just the tone and the language and the actual
words they used.

I: Interesting yeah.

I: So have you held him?

R: Yes, which was wonderful.

I: What was it like to hold him for the first time?

R: I’'m trying to think because I have held him a few times now. But I remember he is
so light as well and I remember thinking he is so small because he is slightly distorted
when he is in the incubator and you hold him close and 1 was worried about holding
him as well. [ was worried because I have had this cold now for sort of three weeks
and I thought God [ am going to infect him and they keep on saying you know the
most significant thing at this stage is you know the anti immune system and infection
and I was really. But they were very reassuring because I said I have got this cold,
shall | wear a mask and they said no as long as you don’t go and sneeze all over him
and he is not as fragile as you think. You know you can move his head around and
look I can hold him in one hand. I was really sort of worried not so much about
dropping him because the whole thing is, just because he is so fragile about the
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breathing on him and you know you see him in the incubator and you think gosh he’s
a doll and I mustn’t touch him or anything but they were very good at pushing us to a
sort of next stage so holding him felt like a big thing. I felt I wasn’t ready to hold him
and I didn’t want to hold him because you know I didn’t want to infect him. But they
weren’t worried him just hold him, sit there. So we did it one evening when we
weren’t even thinking of doing it and we said look lets hold him tomorrow and they
said no come on let’s do it now and we both loved it. So once we done it. I was
apprehensive before of doing it.

I: So did you still feel that apprehension when you were holding him for the first time
or once he had been in your arms did that go away?

R: I now feel much more comfortable just holding him in one position.

I: Yeah.

R: I still feel, I wouldn’t feel comfortable taking him out of the incubator or putting
him back. I have changed his nappy, which was fine. Yeah holding him I still feel
apprehensive about moving position or when he wriggles that he is going to wriggle
out or one thing and when [ am passing him over to A his head is going to drop. So
yeah I still haven’t quite. I know there will come a time pretty quickly when he will
just feel you know come on you know you are not as fragile piece of china or
something. But I haven’t quite got that yet.

I: So what kind of words best describe your feelings at the moment?

R: At the moment much more settled. Excited, yeah just can’t wait to see him every
day and looking forward to going home but not in any rush to go home. Lots of
positives and very few negative sort of thoughts. Negatively since the first day, well
first couple of days I mean when we were being fed a lot of realistic there were some
quite negative information. You know I remember consciously sifting quite a lot of...
and giving A quite a lot of positive information while she was coming around from
the anaesthetic. But now actually A genuinely hasn’t got any negative thoughts at all.
It all seems to be positively. Because even though we are quite contained you know
we are not sort of saying you know yet everything is going to be wonderful and we
haven’t told quite a lot of people yet because everything is still we are trying to keep
under control and who knows what will happen. But certainly I feel positive.

I: Do you think that is related to anything you feel in particular like coming off the
ventilator or something like that or do you think it just the time thing?

R: I think it is just an accumulation of everything all going well so you know yes
coming off the ventilator then starting to take his food, his weight and the scan going
well. The comments from all the... you know consultants and the doctors. 1 don’t
think of anything oh I mean there was a day when his weight dropped significantly
and he was jaundiced but that’s totally normal apparently and he was under his photo
light. And that was probably the only day when I suppose all we were looking was
his weight and you could say gosh well he has dipped but apparently that’s just part of
the process and they told me that was progress that his weight was dipping because he
was doing something normal. [ think that actually the accumulation of everything
going right and I think even if things had gone wrong we were still who knows but [
think I certainly felt prepared for things to go wrong. But also wasn’t worried about
them going wrong because I knew he was being taken care of and also there were
other babies as well. I don’t know whether there is a thing about confidentiality or not
but you get to see all the other babies in the unit and the nurses do say ‘you know
well, there was a baby that had to be resuscitated yesterday and this baby here did
make a big dip’ and it isn’t all just roses and it doesn’t always progress as you like.
But actually if the baby does get and infection or if the weight does dip this is what
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we can do we put antibiotics we give them more lipids we do this we do that and you
just think well that’s fine. Even though there are things that probably could or you
know maybe likely to go wrong you can still be under control and nothing was you
know I honestly felt nothing was sort of life threatening and you know he was getting
the best possible help. I mean we had so many people saying this is the best place that
you could possibly be which is all very reassuring yes.

I: So the feelings that you were having and have now are to able to express them to
anyone?

R: Yes. Mostly we are focused on A and 1 mean most of my views have been
positive. I mean I went through sort of a teary day at the beginning I was sort of
telling my parents. I was sort of quite emotional sort of telling them what his name is
because we named him after my grandfather who worked here but who died very
young and while my dad was still at university and we thought it was just such a
coincidence so his middle name is that and his first name is the name of my great
grandfather and so that was very emotional you know. He’d come through and we
named him and just at that moment you know you felt like a sort of a viable person.
You know you felt like you were carrying on a family tradition and all those things. |
mean at that moment I just felt we had invested a lot of significance in him as a
human being and you know yeah so if things had gone wrong at that stage I was just
sort of all that was going through my mind do you think he would make it and it feels
like it was so long ago now you no, so I can express my feelings on my mum and dad
or around here and we have had loads of visitors and A’s family are around but that
sort of chatting I do with A and I haven’t been nearly as wobbly or needy or bored so

yeah.
I: Just from what you have said earlier do you think that you have protected A a little

bit from what you were saying before?

R: I think I did a tiny bit I mean at the beginning but I probably couldn’t protect A
anyway on my own because there were so many people you know coming in and
going out and telling her the information and there was her parents. But certainly yes
I did make a conscious effort urm I’m not sure if it was right or wrong or whether it
was just a reflex. While she was coming out of the anaesthetic there were
something’s that really set her off and I think like the period we were going to be in
here for which I think came as a bit of shock. Yeah, yeah I know A pretty well and
things that she normally wouldn’t get upset about you know she was getting really
upset and then really laughing, really quite sort of extreme you know and I just
thought at that stage you know she is going to need I suppose some time before she is
settled and back to normal. I mean she is still not back to you know her good normal
self and even though she looks normal she came round really quickly and she is really
strong and full of beans and everything and she seems fine but there is a lot of little
things you know. Like she doesn’t usually sort of burst out laughing and burst out
crying. She does cry a lot but much more so than normal and many things now set her
off but I sort of love all that sort of very, very expressive but she I definitely made a
conscious effort you know but I am not any more.

I: Yeah. Was that probably because you feel incompetent.

R: I suppose so, I think it is both. But all the news is positive actually. I think if
people were still saying to us you know just because nobody is saying to us be
contained because things could still go wrong everybody is saying he is doing
brilliantly so I have actually got nothing to hide... about at all I can tell A. I don’t
even have to exaggerate | mean it’s all there the facts speak for themselves.

I: Do you feel supported by your family then?
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R: I do but I feel that [ don’t actually need that support as much I mean they’re around
and they are doing wonderful practical things. Things that we probably couldn’t do if
they weren’t around like for example they are helping me wash my clothes you know
and I mean we are in a very sort of | would imagine from other people who normally
come we are in quite an unusual position because we are from London and you know
everybody has had to fly in and drive up or whatever.

I: Your mum and dad were abroad were they?

R: Yeah, they were actually on holiday.

I: Are they actually in a hotel near here.

R: They are in a hotel. They are originally from Liverpool but they haven’t lived here
well my dad hasn’t lived here for 30 years but they kept a house in Liverpool not in
Liverpool just outside actually, just outside Chester. So they stayed in a hotel for the
first week at the Holiday Inn until today and then they are now moving down to
Chester tonight and they will just pop in once a day.

I: So they are there aren’t they for you?

R: Exactly. Which is lovely. I mean even if they are only popping in you know for
half and hour or an hour its lovely to know that they are just literally round the corner.
Because for a couple of days I went over I just had a sleep in their hotel room and
they were able to do some shopping for us and they brought us some dinner and all
those sort of things. So those sort of things are really helpful even though I don’t sort
of usually have a one to one chat about how I am feeling and that with my mum and
dad.

I: Have you not told from what you were saying earlier you have not really told many
friends?

R: No, we have spoken almost to nobody yet and I had said to A that I really want to
tell oh that was really quite a conscious thing between A and I you know just about 1.
That when we told people you know we were absolutely sure that things were going
to be OK because I think we had thought if it would be much harder if things went
wrong to have already told people then to have to, to them you know and one of the
luxuries about A being up here is that we are cocooned from all of that. And A says |
just love it I just want to get settled first because we keep thinking about what this
would have been like if the baby had been premature in London everybody would
have been popping in. But she has already had a few, some people have got the phone
number you know of the ward, you know and the midwife will come in and say look
it’s your aunt or your second cousin or you know I will go to the phone but if I am not
there A took a call the other day and you know of my sort of slightly batty aunt and
you know it was sort of really inappropriate and it was just too much and A said |
have got to go and I think yes I mean [ want to call all friends and tell them and they
will be really shocked. But in some ways I have been doing all that. I mean lots of
people have called and we have called lots of A’s work colleagues 1 mean I have
spoken to all the work colleagues and that’s fine but still that’s slightly different from
calling your close friends who are much more shocked. Yes I mean we have called
one or two of A’s friends who, and that’s been lovely because they are so sensitive but
I think when we start to tell our broader friends then yeah it’s a bit more uncontrolled
and who knows that they will all call and may be some of them will travel up.

I: And so dealing with them that’s going to make it difficult for you both. Is that why
you are putting it off or you don’t want to?

R: I would like to call but I know I would like to call everybody but definitely we are
holding back because I mean I could also say I would quite like to call this friend who
has got a child and they know what it is like and don’t call them because they are
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trying for a baby and it would be really difficult for them. Don’t call her because she
is expecting twins and she is really dramatic and all that. I think we have got to try
and filter what people’s reactions would be.

I: Yeah.

R: I mean the more I think about it the more [ want to just call and do it. Because
once it’s done then it’s done and we can deal with you know how they are going to be
but I can say on the phone well don’t come because we are trying at the moment to
get settled.

I: So what about other parents on the unit. Have you had any opportunities to talk to
them?

R: Yes. They have actually been lovely. There was one other family that we got on
well I got on with really well with who had sort of similar sort of things he was a
solicitor.

I: Oh yes, he was in the same room.

R: Yeah. I got on well with him and his wife. 1 think he had other children and that
was lovely. And I think from my point of view having somebody I can bump into in
the corridor and saying How is your baby doing? I think that’s great and actually if
there was ever a petition you know about reducing the number of babies or I mean I
think it’s absolutely right in the intensive care because there hardly seems to be any
parents coming in there may be just one other or two other groups and they are really
strict about the number of parents who come in and mixing with them I mean it’s
quite. I mean you can go over and you talk to them there and they come over and |
mean it was very fortunate for us because their baby had been born three or four days
before and was doing well. 1 can imagine that it’s not always the case but I can
imagine it’s all a roller coaster and something you compare and it’s not very helpful
but when its going well its lovely. But we definitely found in the high dependency
unit that there is much less control you know fewer nurses than there are babies and
also there are many more visitors and your baby feels much more insignificant you
know I came in and L had been moved. I don’t know whether I am coming on to but
in the intensive care section he was in exactly the same position all the time and it
sounds a bit insignificant but [ went down with my mum and dad and he had been
moved and we didn’t know and I just shut the door behind me and I said “Where is he
and you know?” and they said *“oh right has nobody told you he had been moved” and
I said “where has been moved to”? “Oh he’s been moved the high dependency”! “Oh
what’s that you know” and I thought at that stage you know somebody I suppose
would have known that there was going to be that move and I felt a bit unprepared for
it and I don’t know what the next stages were but also 1 was with my mum and dad
and he had been moved. But when he was moved and when you say did I mean other
parents then that’s going a bit off but in the high dependency there were three or four
groups of parents but with three or four of their friends and relatives. There were
groups of sort of six people around and I went in and L was sort of in a corner and
when | came back again he had been moved and shifted up and I thought what on
earth you know where is he! You know and it is very reassuring to see your baby in
exactly the same place. It sounds, I think it’s not the sort of thing I usually say but it
is very reassuring to see your baby in exactly the same position. Not crowded around
or pushed aside because other families wanted more space to walk around and yeah it
surprised me that the sort of really healthy environment of the intensive care seemed
to be, well maybe that’s deliberate because it is a different environment and the baby
is healthier and doing better but still he’s only a week old and I knew A felt that and
found that quite difficult as well, so yeah.

352



I: Is there a lack of privacy issue there as well.

R: Well its congested and there were more people, there was more movement and ail
of those things make you baby feel less special.

I: Yeah.

R: But the privacy didn’t matter at all because well neither of us really minds that
much about talking you know when you hear about people and hearing what we say
but A wanted to do a breast feed last night and we had the screen around and that was
absolutely fine. And also I mean to put it in prospective I suppose you know we were
more urm negative about it because it happened suddenly and without warning but
you know over time and also were having to make new relationships and we had
made relationships with all the sort of you know the staff in the intensive care but it’s
the extra time and we will get used to it and then as soon as we have got used to it he
will move into the nursery and then we’ll move down to London.

I: So there was an element that you weren’t prepared for or that move and how that
made you feel ?

R: I think that’s nght. Yes I didn’t quite know what all the different nurseries were
and what the significance of being moved was. Yes I mean basically the care is
fantastic and one after the other. You know all the nurses are just brilliant I mean not
only brilliant in terms of the confidence which they you know care for you and that
confidence is infectious and you feel reassured by it but also they are pretty up front
about asking you how you feel you know and that’s the first time somebody in
intensive care said, she said how’s everything going and I said oh L’s doing this and
A is doing that and she said oh no you misunderstood the question how are you
doing? You know I thought god you are asking and I’'m fine I think. And how are you
getting on in the hospital and who are you talking to and what’s your support and |
thought gosh for a neonatal intensive care nurse looking after a baby to be asking me
questions and I am a dad you know and I thought that is something special. So
basically the care is fantastic but just that one transition I thought it came as a bit of a
shock.

I: So how do you feel about going back to London?

R: I haven’t really thought about it hugely. I mean I can see there will be three or four
things about going back to London. There is going to be the journey itself and we are
both slightly apprehensive about how that is going to work. I mean are we going to
drive L? Is he going to go in an ambulance? Is he going to fly? Or can we travel
with him? So there is the journey side of it. Then there is actually being in the
hospital. I mean will he be in our local hospital? Will he be in a specialist paediatric
hospital? And we spoke to our gynaecologist and he is sort of trying to find things out
about where he would go and we have had conversations up here. So there’s a whole
issue about where would he go? And where will his care all his care be like? And
will it be the same quality as here, you know and I think this is going to be difficult to
match you know because of that consistency and that high quality care and it’s just its
got such a fantastic reputation and you really feel reassured they are by today really
are looking after your baby. So yeah well I am slightly worried about where he is
going to fit in and building a new team around all that and how long will he be there
for and will he be properly looked after. And then there is another issue about being
back home as well. And I am sort of just beginning to think of I mean when I left
there was a bed as far as I know that was completely unmade and all the papers were
where I left them and the nursery has got the cot up against the wall and all my office
and business stuff is up one side and I mean everything is still in boxes, and all of the
pram. | know there will be an issue about it but I think that is the least significant of
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the three. But there definitely will be something about going home. [ mean our baby
being born but not taking him home. But that’s only a matter of time but the other
two. But out of all of those three I am more concerned about the care he gets when he
comes to London. But you know we will see and I have every confidence that there
will be enough liaison between here the more I think of it you know here and
whatever L needs in London, they will make sure of that transition.

I: Can you tell me the things that you are able to do for L?

R: Like change his nappy and things like that?

I: Yeah.

R: Yeah, I’ve changed his nappy. We haven’t taken him out. We have sat and we
have held him. I haven’t been able to do very much for him. I would love to be able
to do more for him like he was hot the other day and I would like to take his things off
and you know choose the things because he looked boiling and he had three layers
and a blanket on him and yeah. I mean basically all I am able to do is hold his hand
and touch him and then hold him when he is out and yes change his nappy.

[: Why did you feel that you couldn’t perhaps undress him?

R: That’s just me. I think it was I always feel as though I need to ask and sometimes
its right to ask because I mean he was crying and he had a dummy in his thing and I
said shall I put the dummy in his mouth and they said no lets sterilise it first and [ was
sort of glad I asked. Partly I think am I doing the right thing. Am I interfering
because they put the clothes on for a reason. Sometimes I say, I know these are only
tiny criticisms but sometimes 1 say gosh there is this wire around his neck that looks
as though he will pull it and he will strangle himself and they say no its fine look you
know. I mean they said no he’s fine, don’t worry about him but it still looked as
though literally a wire around his neck and his hands are going everywhere. So partly
I have got that anxiety there saying that we are looking after him so don’t worry about
all the technical stuff and sometimes I say for example gosh that thing is beeping you
know and they said just look if we are worried then you need to be worried otherwise
don’t worry. Well I just think well if that’s the attitude I feel reassured because |
know you do know what you are doing but when it actually then comes to me doing
something if you are saying to me look at the nurse for guidance when it comes to me
doing something for myself I think well I need to ask the nurse and I think you know I
shouldn’t interfere because I might be doing something that was wrong and they have
deliberately put him in that position. There is definitely a feeling that they have got
the knowledge and they have additional authority and they know what they are doing
that I ought to be asking so that it means that I have very little independence when it
actually comes to doing stuff on my own. I don’t mind that because I feel that it’s
only a matter of time and I don’t need to disturb all that. I mean if we are talking
about a couple of days you know then me being able to take him out of the incubator
or me being able to take his hat off or moving his head like yesterday his ear was all
sort of curled up and I wanted to move his head and just move his ear and yeah I just
don’t feel that I have the confidence to do it and maybe if I had been playing with him
more [ would have seen you know and could have easily coped with me just moving
his head around. Because it’s easier said than done because you know you sit here
and you think gosh its easy just to move your baby around and it is actually your baby
and you have seen him on the ventilator and you worry about infection and you think
well I had better be a bit more cautious.

I: So the things that you do for him have you needed help learning those things.

R: Yeah, the people have been really, really helpful yes absolutely I couldn’t change
his nappy and I didn’t know anything about from going from top to bottom and front
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to back. Yeah, I mean that’s like A learning how to breast feed and to be able to
express. I have changed nappies before but when it’s your own baby and when it’s in
intensive care, a premature baby yeah I am very much eyes and ears wide open, mind
wide open and learning from scratch and I have needed total guidance and yeah I am
almost able to do it now without help. So, it’s nice to have somebody watching over
and making sure you are doing it right. Because it’s quite a technical thing. I was
surprised you know how much you know you need to you know think about what I
just wouldn’t have thought of instinctively and the oils and the disposal and the
cleanliness. I needed all the help that I got.

I: Did you think there was anything only you or A or and A can do for L?

R: What now?

I: Yeah

R: Well now.

I: Yeah.
R: No. I mean I suppose there’s the expressing which only A can do but all the things

like his changing, his cleaning, his food no its nice to be doing all that but in some
ways at the moment but actually at the moment its quite nice that somebody else is
looking after him. So if can actually look after A and I can go and do the shopping
and bring some food in and sit and talk and we can both come over together. Actually
it’s a bit of weight off our minds at the moment. Yes I mean it’s lovely to be feeding
him but its quite a technical thing I mean fill a syringe, via tube into his gut and it’s a
far cry from breast feeding and spoons and cow and gate and whatever but no I think
beyond territorial there’s absolutely been about there are things that we should be
doing and I don’t want other people interfering with them you know. I feel very much
because the care is so good I think yes I feel differently if he was being man handled
or he was being bullied or pushed about in any ways and he is not at all so I feel, well
actually [ am learning from what I am seeing.

I: Do you feel that you have had enough opportunity to do those things?

R: Yes. I mean I haven’t needed to as much as A in terms of you know she wanted to
learn more about the expressing and that has been quite prolonged and with lots of
tips and techniques to learn. I mean every time I have popped in I have always had a
question you know how is he doing and is there anything I need to be concerned about
and always somebody come over immediately actually I haven’t even had to ask.
They just see me walk in, gone over to the bed and someone almost instantly comes
up and tells me what’s happened the last time you have been in and so I have found
all the nurses always available without exceptions yeah.

I: So you felt you could talk to them?

R: Absolutely, no question about it. And one of the reassuring things is that they
speak in the same language and say similar things and I am solicitor and I have to sort
of process a lot of information and deal with cases and different facts and it is
amazing that the skill that they’ve got because their dealing with a room full of
babies. Different babies are coming in, different babies are going out. Sometimes
they are dealing with different rooms but they have that information at the tip of their
tongues, the tip of their finger tips whatever about how much food he had, when he
had his last bowel movement and I am really impressed about how they, and it’s great
that that information is in their heads because if they had to keep looking at the files
and going to the charts and saying you’d feel well is my important and you know is
this information not going in as if it’s just another statistic you know but no its great
that that information is just off the top off the head. It doesn’t matter if it’s not, I
mean I don’t need to know these I mean 4.2 ml of dopamine per I mean basically 1
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just want to know the obvious information you know his breathing his sound and his
pulse rate is doing this and he is coming off and he’s taking a little bit more food.
And they are able to say that and I am impressed as to how much is just free flowing
yeah.

I: Have you ever felt in the way or not welcome?

R: No. When the high dependency unit was crowded I thought everything was spaced
for me and I wanted to bring my mum and dad in but consciously brought them in one
at a time. Amazingly I could have brought them all in together if that was the policy
but I thought actually there wasn’t much space in here so that’s they only time I felt,
but no I’ve never felt in the way. Always felt at any time of the week coming in at
silly hours like at 3 o’clock in the morning and 6 o’clock I have always felt welcome.
I: Going back to what you said a little bit earlier. Have you found that you
concentrate of some of this technical aspect of perhaps the monitors and drugs and
such?

R: Yes, and I was quite quickly told. Because 1 would sit you know just looking at
the monitors and thinking my goodness his saturation has come down, his pulse rate
has gone up and you know and more or less the nurses you know have noticed me just
staring at the monitor and they said look there is no point in looking at the monitors at
all because you can get very anxious about the alarms going off and basically they
said there is two things that you need to look at. You need to look at your baby and if
your baby looks well then everything is fine then you need to look at us and we are
worried then there is something to worry about. And if we are not worried then you
don’t need to worry. And I think that is the most helpful thing really because yeah
there was a time that I did and a little bit of it is a safety blanket you know looking at
the screens and looking at all the chemicals you know going in and thinking gosh I
need to understand all of that. Eventually it’s a much more freeing to forget about all
of that. Yes, to know that it’s all being looked after. To know just in general what the
substances are and what they do and this is a stimulant and that’s a sedative but not
necessarily to know that he had 9 mls in the morning and now its 10 mls because I
mean yes I would ask those questions if I wanted to know more and I thought
comforted enough to know that the nurses are comfortable on how he’s doing, that
the consultants are comfortable generally what the substances are doing you know and
yes and I have a pretty full brief at the beginning and that was enough. 1 would have
felt a bit at sea if I hadn’t known and we were taken through everything that was on
the screen and you know and every line and all the monitors and everything and all
the drugs and what they did and yeah if I hadn’t had that I wouldn’t be feeling as
confident as I do now. So that was useful. But it was also useful for them to say you
know all that but just don’t concentrate on it too much.

[: Yeah.

R: Just sort look at us and usually there isn’t anything to worry about because I mean
you know they say the slightest movement of his arm will just send the rubbing sky
rocketing. The thing can fall off his foot and then his blood saturation goes off and
don’t worry about that.

I: For them saying that to you it’s been a positive thing, it’s not made you feel oh I
can’t ask about that.

R: Oh I see, no I always felt able to ask.

I: Yeah.

R: And quite do ask a question and they have always said ask the questions. Yeah
everybody has said keep asking and I do like to know and it is reassuring but
sometimes you can get too much of making and also sometimes you can worry too
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much about things changing and is that negative or is that positive and again it is
much more freeing to know that its under control and you basically know what’s
going on. I mean of course I don’t need to know the sort of information to be an
intensive care nurse and there’s part of you that thinks I do need to when I want to
look after my baby and I want to know everything that’s going right and everything if
it goes wrong I want to understand it because I want to prepare but yeah its much the
best and I know I have said that its absolutely the right thing.

I: So how about the doctors have you had enough opportunity to speak to them?

R: Yeah. They come around at the time that they come round at 8.30 in the morning
and whenever goes on their ward round and we come up every morning and I noticed
were very unusual and I think we are almost the only parents who are ever there. I am
not quite sure why that is because its great I mean it’s very really that you get the
whole days history and the doctor then you know says what he says and gives a
description for the day you know and tells you what’s going to happen during the day
and then he says you can ask some questions and usually I do have a few other
questions | just want to ask. Ask what one of the nurses has said so I find it quite
strange that nobody is there. Almost everyone. I mean we have been here for a week
now and had eight days of being on a ward round and 99% I mean there was our
family the Lees were there. I think there were only our family. I don’t know whether
people feel nervous about being around or nervous about asking questions but I think
it’s unusual. But I definitely feel able to ask questions but without really been
encouraged to ask questions. Encouraged on the first day they said come to a ward
round so I came and I have been every day since and they found them very
instructive. I found them really helpful.

I: Oh good.

I: Has anything that you have seen made you feel angry or distressed?

R: You mean in general about everything?

I: Yeah.

R: Well here I don’t know whether here on the Neonatal Unit or whether there are
things on the maternity unit.

I: Well its more specific to the unit?

R: Well there are lots of little things on the maternity unit but on the neonatal unit
nothing at all. 1 felt just this quality of care is five star you know and everybody
approaches them with very, very high quality. Nothing at all. What did you say
‘angry or distressed’. | was a tiny bit distressed yesterday evening. One of the nurses
had a really streaming cold and was sneezing all over the room and occasionally
washed her hands. [ was sort of watching her and I was thinking am I being very
harsh or very tired or something but I was thinking don’t touch my baby you know
and she did have a really bad cold and I think that’s the only thing 1 thing makes me
angry, I thought slightly distressed if that’s the right word. Slightly apprehensive that
she was going to infect him particularly because we had heard that it was so important
for him not to get infected. But no not at all [ mean basically very re-assured and
there are people who my dad and people who know my grandfather so we have felt
very at home.

I: So are there are anything that you would like more or less help from the staff or?

R: The one thing that A has needed help with is with the expressing and she has had
loads of help with that and even less actually. She has probably seen now about four
or five advisors and it was just this morning that the balance slightly tipped. There
was another breast feeding advisor who said I just want to give you a questionnaire
about breastfeeding and A just said ‘Look I’'m fine with breastfeeding now, I’'m fine
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with expressing’ and [ think she didn’t give this person the cold shoulder but I got the
impression she was thinking I think I have got it now with expressing. But she did
need up until that point seeing the four or five different people to get their different
views, to get the different techniques so I can say look I’ve been doing this for three
days now am I doing it right. She absolutely was just this morning having had all
those sessions which were all essential and there is no way of knowing whether you
are the sixth person or you are the eighth person or the third person and you are being
helpful. So I think those comments are not a criticism at all it was just that at now I
think she has got to the stage in expressing just for the time being. I mean who knows
she may be worn out. But I think she knows enough people now to ask and enough
experts. So apart from that no everything is exactly right. Because there are enough
nurses you know on-and enough doctors. I’'m very surprised sometimes about how
many it’s like being on a film set you know when the ward round comes round and
there is 20 people and you think God and they all know about L and I mean its helpful
you know it’s all about right.

I: Is there anything then that would make this time on the unit easier for you?

R: On this unit?

I: Yeah? I mean what’s happening on the maternity unit is all part of your experience.
R: Yes. The maternity unit has made it very different. I mean the neonatal side is
faultless. I mean I’ve got the parenting room that I can use and having a waiting room
that I can put I am from a big family. I can put my family in there and bring them in
one by one. All those things are great. There’s a phone here and a couple of waiting
rooms. | mean all of that seems very well thought through. Because we have used all
of that. I mean none of it is superfluous. I mean I am relying on the shower. I come
in the night and use the loo in here because I'm not allow to use the loo in the
maternity thing so the neonatal side is a real saviour you know for the whole stay and
I don’t know what other parents say but I found all of the different things, with the
loo, the waiting room the parent room you know everything to be in really in
proportion, worthwhile and very useful. On the maternity side things are very
different. Not very different I mean there are understandable things like I’m not
allowed to use the shower, not allowed to use the loo. They are very busy and so they
can’t you know run along and get a glass of water or whatever and we can’t go to the
kitchen and there are lots of rules and people come into our room a lot when we are
trying to sleep and they don’t knock and all those sort of things. But | know that’s
beyond but it does, beyond this survey. It is part of the experience.

I: So really the facilities for you as a parent compared with the neonatal unit are ?

R: Yeah, I mean we have got it lucky in some ways because you know we happen to
be in a side room which is. I mean we could be on a ward I would still have to stay.
Partly the reason we are in a room is because we are not from around here and yes I
mean if A was on a ward I would have had to have either checked in a hotel or found
a room somewhere or a bed somewhere or chair or something, or maybe I would have
slept in the parenting room or something. Yes I mean that side of it hasn’t been |
mean you know it isn’t beyond kind of odd times you know particularly I can
understand it there is a 5 o’clock evening meal and A isn’t ready for an evening meal
at 5 o’clock and I’m not ready for it. And then I don’t know whether you are the
same but normally [ have an evening meal at 8 o’clock and yeah I mean it slightly
changes the rhythm and the people coming in. I mean it’s all understandable. They
don’t like people phoning and the visiting hours are strange particularly if you are all
staying at a hotel. I either come in the moming or later. Age old hospital problems!
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I: So some parents would describe their experience of having a baby on the neonatal
unit as a complete nightmare and other parents can describe some benefits to it. Can
you agree with either of those or?

R: I don’t agree with either of those. Well I don’t agree that it has been a nightmare at
all I think it has been a very positive experience. We as a family have been cared for
on the neonatal unit. People have been concerned with obviously how L’s doing but
also concerned with how A is doing and how I’m doing as an individual, also as a
family but actually it really focused in on us and seen our individual needs so its
definitely as about as far away from being a nightmare as you can get. In terms of
benefit, yes it has. I mean it seems again it is beneficial for your baby to be on a
neonatal ward virtually given that he is premature and these are the circumstances that
we are in. This neonatal unit and I can compare it with other neonatal units because
of the experience I have had with my family and my brother. This neonatal unit has
been extraordinarily embracing, informative you know and really helpful in terms of
taking us apart from that one transition from intensive care to the high dependency
unit has actually really taken us through all the stages from coming off the ventilator
to going on to foods, through the brain scan and to all that sort of lung development
and all that process side of it has been really helpful and one of the things I know A
has said which has had an effect on me is if L had been born full term and we had
suddenly had to take him home she would have found it much more of a shock
because she has actually been able to ask many more other questions about feeding,
about changing, about his health and we have got a much slower transition in from
birth to home than we would normally have. So actually yes if you are going to credit
anybody with helping us with that transition then it’s the neonatal unit.

I: So personally or your family would you regard yourself as being lucky or unlucky?
R: Yes, very, very lucky. Lucky that you know A was 10 minutes was away. Lucky
with the quality of care. Lucky that she was so well looked after and had everything
done so quickly and that the neonatal side is an absolute God send. You know, yeah I
mean | can’t stress how lucky we both feel you know. I don’t know whether A
mentioned but one of her cousin’s is a gynaecologist and she said of all the places this
is the top neonatal unit and can’t speak of it highly enough so you know we both
knew that in some ways anyway just from the experience we had but it’s definitely re-
enforced every day you know we are so lucky.

I: Can you recall your strongest feelings that you have had on the neonatal unit.

R: In terms of what, when I felt most emotional or?

I: Yeah. Or maybe a feeling that over-rides any other feeling.

R: I can remember telling my mum and dad I think is probably the most emotional,
twice, I mean telling them this is what is now happening you know A has gone in.
She has had a Caesarean and the baby’s been born and it’s a boy and you know this is
the situation you know its critical but stable and then telling them what we called him
it was very emotional. But yeah. I imagined it was going to be difficult but the most
emotional time was seeing him for the first time but I think I didn’t find that as strong.
I sort of have quite a strong mental image of what it was going to look like and yes it
was emotional seeing A but again I sort of knew I mean I have seen A in hospital
before and have cared to A when she has been ill so I didn’t find that I mean she
bounced back really quickly as well so I didn’t find those maybe as emotional as other
people find those similar experiences. But you know I found dealing with my mum

and dad.
I: Was that because of their reaction or was it difficult because of the name?
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R: Both actually yes, both. It was a bit difficult. I suppose they were the first people
you said you know God how awful for you because up until then I had been thinking
of A and thinking of L and I had been with A’s mum and dad and we were really
focused on A and we you know not so really sort of on anything else and they were
the first people who said yeah how are you coping and we are going to come. And
you know I was feeling a bit guilty that they had to cut short their holiday and they
said no they would come but yeah realising that you know I was involved in this as
well and probably it was focusing on me it was definitely it was probably the
strongest yeah.

I: So have you finally thought about the future for L?

R: What he is going to be when he grows up or?

I: When you think about the future do you think that far ahead or do you think lets get
home or what?

R: It depends on the time of day I mean sometimes you look at him and you think
absolutely you know he is going to be an athlete or he is going to be a conductor or he
is going to I don’t know concert pianist, he’s got very long fingers. But then partly
you know when you are a bit more sort of grounded and down to earth you think it is
just day to day and you know how are we are going to be tomorrow and but also all
those things that we have just talked about | mean the transition down to London so it
depends on how we are feeling. I think we definitely see the whole spectrum of how
over time a few weeks or something we can all see a little boy and which is all very
positive. Because I remember absolutely at the start thinking in terms of hour by
hour, six hourly periods you know a day at a time and what everybody thought you
know people started. I remember my mum said at one stage have you thought about
putting his name down for schools. 1 remember sort of barking down you know and
thinking that is so inappropriate because you know we don’t even know whether he
going to make it through till tomorrow let alone whether he is going to make through
till he gets to school stage. So I remember getting quite angry at that stage but I mean
it feels much more appropriate now to start thinking about looking for schools and 1
have just registered this morning so yeah there was definitely a time when I was
thinking gosh is this important to register him I mean if he doesn’t make it then you
know. So yeah we have turned all the emotional corners and I feel that we are over all
those major hurdles and somebody said at the beginning I think it was Dr B said you
know after a very bumpy start. You know he had a pretty bad start but everything is
looking very good from now on.

I: Do you have any worries about his future health?

R: Yes. Just at the moment I am worried about his brain development because that
was something that the craniologist was concerned about at the start. But less
concerned about what seems to be developing. I was slightly concerned about his
lung development and you know his ability to play sport he must be healthy. Because
you know he was suddenly thrust into the world and put onto a ventilator then on
drugs and yes that’s right he was on a drug stimulating surfactant whatever and he
was on a caffeine stimulant and that may have some effect I just don’t know. And
then his gut and all of these things are sort of today’s worries and hopefully in a
weeks time they will be memories and all forgotten. But no I have residual doubts
about his development but nothing hopefully that will still be with us this time next
week.

I: Would you like to be alone with him?

R: Yeah absolutely I would.

I: Would you been surprised how you would feel?
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R: Yeah, I would love it. I mean I go in always with A and we do have I mean
basically when I am sitting there just really focusing on him it’s almost as if | am
allowed anyway and its lovely to have A there and then 1 wouldn’t want it any other
way but you know it would be lovely just to be on my own yeah.

I: Would you like to spend more or less time on the unit than you do?

R: Well again that depends I mean the more time 1 am the more I think I just want to
get out of here. I just want to take him home and but then again when I think about it
I just think he isn’t ready to come home and I am not in a hurry to get him home and
we will take him home when we are ready to go home. My gut is saying I would like
to have less time on the unit because if [ spent less time on the unit it just means its
more a bit backwards he more I feel that he is healthier and more and more I want to
go home but actually because you can see it the other way around I would like to
spend more time on the unit because if he is here then he needs to be here and I would
like to spend more time with him you know. But I don’t feel restricted about
spending time with him at all because I feel as though I can spend as much time as |
need to and the door is always open and I can buzz to get in and sometimes nobody
answers but usually they do in a few minutes. So yeah whenever I get the chance to
come usually at feeding time I pop over and see him. It’s a modelled answer for a
very simple question. I mean yes I would like to spend more time with him when he
is here but I would also like to have him at home.

I: Who do you feel knows him the best?

R: That’s a good question! I don’t know whether anybody really knows him that well
at all I mean he’s only eight days old. There were a couple of days when I thought A
knew him better because she was spending more time with him and you know had
changed his nappy twice during the day and all that is just really insignificant I think
but we are both getting to know him pretty much in step with each other and I don’t
feel because I know some questions on the questionnaire about. Do you feel that the
nurses know him better? And I don’t feel that at all. I really feel they are doing their
job and they are not telling him stories and they are not singing to him and they are
not stroking him and they are changing his nappy. So they are being very functional
things with him and that’s totally appropriate and also the change over in staff is so
quick. You know the shifts and the nurses don’t come back exactly in the same place
and he moves as well. So you never feel as though one nurse is sort of hogging him
sort of you know dominating the attention. Yeah his consistent care is from his mum
and dad. In the sort of quality touching and stroking and cuddling is all from us two.

[: Is it these things that contact that you have?

R: Well I think I think that I don’t know well maybe there are some nurses that hold
his hand but they couldn’t take him out and cuddle him and this sort of thing that A
does of putting him on her skin nobody does that. I mean yeah I’d love to be able to
walk around with him and you can’t do that because of the wires. But that will come
and [ am not inpatient about that so I think that the quality time that we spend is pretty
unique and it is important for our own wellbeing as well as L’s that he gets to hear our
voices and smell what we smell like.

I: Do you think he recognises you?

R: Well we think so but I am sure he doesn’t. I mean you see their eyes all over the
place and you come really close and he goes back a bit and I have seen a picture of
what a baby sees and nobody knows what a baby really sees, they think that is looks
like a complete blur and maybe they recognise us. I mean they react when you talk to
him and that’s great but he also reacts when other people talk to him as well and he
reacts to loud noise in exactly the same way. So it’s only a matter of time when he
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will recognise us and I mean it’s very rewarding what he does do when we talk to him
he does open his eyes and he seems to smile although he is not smiling. But yeah he
definitely does react. He does seem to respond.

I: What kind of personality would you say he had?

R: I’'m not 100% sure we were actually having this debate about what his nature and
his nurture and there’s no answer to that question. A seems to think that he has got
his personality and he’s you know pretty individual and that he likes to tell people
when he is ready for things and he tells you when he doesn’t like it but I think he is
definitely born with a small amount of character but a lot of it is now developing and
is a product of how we behave with him and how calm we are with him or how lively
we are and his character and personality are a complete product of how we behave
with him. The things we expose him to, how we are feeling. All those sort of feelings
and I think you know I definitely don’t think he is born with his complete personality
and you know that’s sort of unchangeable. Definitely there are things that he does
that on day one I still noticed you know like his little scream or his little movements
but their not if you asked somebody what somebody’s character traits are like are they
shy or are they outgoing or are they inquisitive. I mean he looks around but it’s
difficult for him for adult character traits or even child character traits on to L who is
basically sleeping most of the time and reacting occasionally and occasionally crying
but I am much more sort of whole educational upbringing and see how he develops in
response to his environment rather than thinking is it unchangeable.

I: So you have obviously thought about that kind of side of things. Did you watch
that television programme?

R: I do watch some of those things and I just think I know exactly what you are
talking about and I just think he’s well I am slightly biased because I have a friend
who works on that show and she is a researcher and she doesn’t speak very highly of
him but also I could just think as subjectively as I can be that he jumps to conclusions.
He did the whole thing about babies recognising sounds from their womb you know
their womb music and he said that babies could distinguish you know say the womb
music was Mozart and then at a year old he then played Mozart then he played
Brahms or something and then he said look the baby can distinguish between the....
And [ can even distinguish between I mean I am a professional musician, well I was
and I just thought it was a bit silly I think. Those sort of things that he was saying are
lead you to believe that they were distinguishing by the way the baby turned you
know one way and then turned the other way. There needs to be more evidence and I
think yeah you could jump to conclusions quite quickly I think so I would like to see
more. If I was asked to say “Is he a shy person” or an “outgoing person”.

I: Yeah I was going to ask you that but that was part of it whether you think he is shy
or not?

R: I think that develops over time and it also develops in response to little things like
you know when people become shy because they were bullied or because they had a
bad experience or they said something and were made to feel small and then people
who come outgoing because they were encouraged and because they were told they
were good.

I: Well that’s the last of my questions is there anything else that you feel or more that
you would like to talk about?

R: No, well there were a few concerns about the maternity side but I think I we
touched on that and they are significant to the general scheme of things. But no all
the feelings about the whole neonatal side, you know I am certainly thinking in terms
of things of when L is better and I can take some photos of the neonatal staff and I just
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want to do things I can do you know. You know when we were in London and we
were at G Hospital we made a small donation and things like that [ would like to be
able to do that or donate a picture or some toys or yeah we have got really strong,
positive feelings of the neonatal unit.

I: Do you think that from talking to other people that most dad’s feel part of what’s
going on or do you think that maybe dad’s don’t always feel part of the whole
process?

R: The thing that I have been really struck by is that not only am I the only person
who goes on the ward round sometimes and increasingly | have been doing it with A
but at the start I was the only person that I mean maybe it’s because of the time that I
come but I noticed that I am the only dad who sits in the expressing room and I just
think maybe it’s the group of people who are here at the moment but I don’t get any
sense of any of the other fathers apart from B who I met. Or a place that were they
could talk things through but I got the impression that there are not many men around.
I don’t know whether that’s right or not I mean occasionally at visiting time you see a
few but there is none doing, seem to be doing what I am doing which is staying here
or maybe that’s wrong because I am, because 1 am waking up at different times but
there certainly doesn’t seem to be anybody else who is sleeping on the ward or
supportive for whatever they endure. I know there are some mothers who’s baby’s
are still on intensive care who are now better and ready for discharge and they are just
staying here because its more convenient and maybe they don’t need their partners or
whatever I don’t know what the reasons are but you know there are very few guys
around.

I: Some dads are occupied at work and things. From your experience you wouldn’t
say that you felt left out?

R: No, no not at all I mean there is less for me to do because I don’t have the daily
routine of expressing and there is much more of a daily routine for a mum but I can
still do the routine around sort of changing nappies, coming to visits and holding L
and there is less of a biological focus for me. But I am already in some ways back at
work doing what I do like at the hotel, you know in the gym and all that sort of stuff
and some of my routine is now outside if anything you know going shopping and A’s
routine is very much is absolutely routed in the hospital which is a big difference.
And in some ways it is harder for a man to be involved in the biological; I mean I can
try and get involved in the expressing and in that sort of side and I do feel involved
absolutely up on the ward I mean going on the ward round and people recognise me
you know the doctor does and I feel very involved in all of that. But there are some
things [ just can’t be involved in and I don’t feel involved at all in them on the
maternity unit because I am an accessory you know which is true. I have a chair and |
sleep at my chair and I know I sleep on the floor you know but it is A’s room and A is
the patient you know and L is the patient here so it is inevitable but I do feel involved
as much as I can be. And I sort of force myself in the ward round and do as much
holding as I can, yes. '

I: Thank you very much that was really good.
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