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Abstract

Introduction: Neonatal care is complex, involving multiple people and technologies

within a community of care. When preterm babies are cared for far from home and/

or transferred between units, the whole community of care (and particularly parent

participation) is disrupted. Although previous studies have captured subjective

experiences of parents, there has been little research exploring the material practices

undertaken by parents as a consequence of place‐of‐care decisions, or the social

organisation of those practices.

Methods: As part of a wider study exploring optimal place‐of‐care, semistructured

interviews were conducted between July 2018 and October 2019 with 48 parents

(36 families) with one or more preterm babies (born at 27–31 weeks gestation) cared

for in a neonatal unit in the last 12 months.

Findings: We highlight parents' labour‐intensive and stressful work to: (1) parent in

the neonatal care community (an oversight role that goes beyond contemporary

notions of ‘involvement’); (2) create continuity amid place‐of‐care disruptions; and

(3) adapt to the managerial logics of neonatal care settings. Our analysis focuses on

the work generated by managerial systems that organise place‐of‐care decision‐

making and other efficiency‐focused practices. Parents are absorbed into negotiat-

ing institutional systems and diverted from routine parenting activities.

Conclusion: Those involved in the organisation and management of neonatal care

should take account of how managerial systems impact parents' workload, ability to

participate in their baby's community of care and, ultimately, on the wellbeing and

development of babies and their families.

Patient or Public Contribution: The OPTI‐PREM study embedded parents' experi-

ences of neonatal care into the research, through a discrete workstream that
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employed qualitative methodology to capture parents' experiences—as reported in

this paper. The OPTI‐PREM project was also supported by a Bliss volunteer parent

panel, which was involved in designing and overseeing the research. Bliss ‘champion

[s] the right for every baby born premature or sick to receive the best care by

supporting families, campaigning for change and supporting professionals and

enabling life‐changing research’ (https://www.bliss.org.uk/about-us/about-bliss). A

representative of Bliss is a co‐author of this manuscript, and a parent representative

(named in the Acknowledgements) provided feedback during its preparation.
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1 | INTRODUCTION

Neonatal units are sites in which communities of people provide care

for preterm babies and those born full term but unwell.1 These

communities include a variety of professional staff, parents and

volunteers who come and go from the unit, work with an array of

medical technologies (e.g., machines, medicines) and have to

constantly negotiate their caring responsibilities in relation to others.

Parents are integral to a baby's community of care. Whether paid or

unpaid, care is labour‐intensive and is multiple, diverse and shifting as

it intersects with the work of others. Within a neonatal unit, there are

multiple communities of care that overlap and intersect as staff (and

various technologies) are shared between them.

In this paper, we consider what parents have to do to participate

in their baby's community of care. We use Smith's conceptualisation

of ‘work’ (‘anything that people do that takes time, effort and intent’)2

to particularly focus on how parents create continuity when care is

disrupted by transfers between units. Our analysis follows a previous

report from this study, in which we showed how networks of

neonatal units are organised around matching the (anticipated or

known) clinical needs of the neonatal baby population (demand) with

the availability of expertise and technologies (capacity).3 This demand

and capacity management across a regional geography necessitates

that preterm babies are cared for in more or less intensive care

facilities according to their individual clinical needs and in relation to

the needs of other babies and the resources available. Systems of

demand and capacity management (which include contractual

funding arrangements, safe staffing protocols, etc.) tightly coordinate

the work of staff, who are consequently drawn into ongoing and

labour‐intensive work to manage their resources—‘juggling’ babies

between units to free‐up cots, staffing and medical technologies for

others deemed in higher need. The clinical needs of the baby are of

fundamental importance within such systems, but how practically

these various needs are understood and managed is determined by

the dominant managerial logics we have outlined. Other considera-

tions (e.g., babies' needs for parents to be physically and emotionally

present) have less traction within these management systems.

This paper follows directly from our previous analysis of place‐

of‐care decision‐making in neonatal units.3 We highlight how, as staff

work is orientated towards the management of demand and capacity,

there are knock‐on effects on the whole community of care. In

particular, we show how parents' energies are directed into creating

continuity for their baby. This impacts their ability to undertake more

usual parenting activities,and may have consequences for

babies' development, as well as parents' wellbeing and subjective

experiences.

1.1 | Social organisation of parents' participation

Communities of care, such as those in neonatal units, are socially

organised—shaped by various policies and protocols4 as well as wider

structures of ‘place and space’.1 Such systems of governance

organise care within and beyond a particular unit,3,4 and structure

the context for parental participation. The importance of parental

(especially maternal) participation in neonatal care is well documen-

ted.5 Particularly important to parents is knowledge and control over

their baby's care, the removal of which is associated with significant

trauma.6–9 Following delivery, parents need support to (re)establish

oversight and control10–13—a role that has to be negotiated within

the baby's emerging community of care. Good‐quality information,

communication and positive relationships between parents and

neonatal staff are central to establishing parental participation that

is manageable for the individual family,14–17 enabling parents to

‘hope’ even in the face of severe illness, disability or death of their

baby18 and to manage the stress of parenting a preterm baby.19,20

In recognition of the importance of parental participation, models

such as ‘family integrated care’ (FICare)21–23 (founded on a concep-

tual model of ‘family‐centred care’24) are increasingly embraced by

service providers. In the United Kingdom, Bliss, the charity for babies

born premature or sick, introduced a ‘Baby Charter’ to champion

family‐ centred care.25 The British Association for Perinatal Medicine

has also recently developed a framework for practice, actively

supporting FICare for neonatal services in the United Kingdom.26
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Such policies recognise multiple dimensions of family integration.25

Evaluations of various family‐centred care initiatives suggest that

encouraging family participation may have a positive impact on

babies' clinical outcomes.22 However, the value of these formalised

models, and the extent to which parents should be expected to be

involved in care, is still debatable.15,27–29

Naylor et al.1 conceptualise parental participation as part of a

community of care, highlighting key activities in which parents

participate (e.g., touch, monitoring, feeding, hygiene, communication

with staff, child advocacy)—and illustrating how intricately parental

work is bound up with the work of others. Whilst arguing that care is

‘co‐produced’, they nevertheless expose the multiple different

priorities that may arise within a community of care and tensions

that are ‘negotiated by actors with differing levels of power’.

Similarly, Navne and Svendson's30 study of staff experiences of

decision‐making highlights tensions between medical authority and

parental participation, which they show does not always fit neatly

into ‘already established routines and knowledge spheres’.

Socially organised systems of knowledge and practice shape how

parents can participate in their baby's community of care.1,4,29 Such

systems are based on economic modelling and network structures

that centralise specialist care in a small number of urban locations.

High‐intensity units are much more costly to run and have a limited

capacity,31–36 necessitating systems of demand and capacity man-

agement through which babies are ‘juggled’ across differently

resourced units in a network—as we have highlighted in a previous

paper.3 Clinical staff are ultimately responsible for making transfer

decisions, choreographing that care30 and ‘juggling’ babies in

accordance with management priorities.3 Although communication

between staff and parents goes a long way to helping parents feel

more comfortable with transfers,10,37,38 parents are largely excluded

from the choreography of neonatal care38–40 as it is a function

directly related to the efficient management of neonatal units and

networks.41

This paper draws particular attention to what Aagaard et al.42

describe as a ‘disruption of parenthood’ that is produced by a distant

place of care and/or transfer of care location. Aagaard et al.'s meta‐

study investigated parents' experiences of neonatal transfer and the

impact these experiences have on parenthood. They argue that

becoming a parent is a journey that requires sufficient time to adjust

to the existential changes that parenthood brings and develop the

skills to parent. As such, neonatal transfer disrupts this process by

interfering with a parent's ability to be close to their infant, which can

then threaten their own identity as a parent. This interruption can

have severe consequences, with parents of transferred infants

reporting feeling ‘confused, disappointed, left behind, robbed or

useless’. Their study lends support to policy ambitions that position

parents ‘at the centre of their baby's care’,25 and challenges iterations

of family‐centred care that fail to offer meaningful support for

parenthood, as defined in broad experiential terms.

Our study builds on Aagaard et al.'s42 analysis by focusing

attention on situated and material parenting work in neonatal care

communities (rather than on existential notions of parenthood)—and

the social organisation of those practices. Our aim is to show

parenting work as constricted by managerial logics—systems that not

only take account of the clinical needs of the baby, but are designed

to maximise efficient use of resources across a neonatal network.

Specifically, we contribute to discussions of parental participation in

neonatal care by highlighting the effort and resources that parents

have to mobilise to establish and maintain a central role in their

baby's care amid place‐of‐care disruptions. Many parents' energies

are so comprehensively diverted into creating continuity for their

neonate that more nurturing and practical aspects of parenting

(including for other children) are significantly restricted.

2 | METHODS

This paper reports on data collected as part of the OPTI‐PREM

study43—a mixed‐methods study to explore the best place of care for

babies born 27–31 weeks gestation. (In the absence of clear evidence

to guide optimal place of care, babies born at 27–31 weeks are

currently born and cared for across both neonatal intensive care unit

[NICU] and local neonatal unit [LNU].) Our ethnographic component

of the study was carried out in two Neonatal Operational Delivery

Networks in England. Within each network, a NICU and two attached

LNUs were included (six neonatal units in total). From January to

October 2018, observations were conducted to explore decision‐

making about place of care in a real‐world context. Interviews were

also carried out with staff and parents. In a previous paper (based on

observations and staff interviews), we reported on how place‐of‐care

decisions are made in real‐world neonatal practice and pointed to the

managerial systems organising these decisions.3 In this paper, we

draw on further interviews with parents to explore how managerial

systems impact on their participation in the care of their baby.

2.1 | Recruitment

2.1.1 | Parents were recruited to interview via two
routes

First, parents were made aware of the study by healthcare

professionals at the sites where observations were taking place. All

eligible parents (i.e., those with a baby born between 27 and 31

weeks) who had a baby in the units during periods of observation

were approached for an interview by the researcher or clinical team

overseeing the care of the baby. These real‐time interviews (i.e.,

undertaken with parents concurrently caring for babies on a neonatal

unit) took place on the units in a quiet side room.

Second, we also undertook retrospective interviews with parents

who had recent (but not contemporaneous) experience of neonatal

care. Most parents were approached through the charity, Bliss,44

which utilised their social media channels to recruit parents with

experience of neonatal care in the previous year. A few were

recruited through their contact with a researcher in a neonatal unit.
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After the first general appeal, we found that responses were primarily

from parents motivated to provide positive feedback about the care

provided to their baby, and they benefited from a relatively high

socioeconomic status (as understood by the researchers based on

interview discussions). Concerned that the experiences of this group

might be divergent from a ‘typical’ experience (including some of

those observed during fieldwork), we subsequently sent out a second

appeal specifically seeking parents who had found the experience

‘particularly challenging for practical reasons (e.g., finances, family,

culture/religion, English language skills, employment), in addition to

their concerns about their baby's medical condition and care’. Our

rationale was to encourage responses from a more diverse group of

parents than are often represented in research studies. As a result,

several more complex accounts of neonatal care were recorded and

these strengthened the findings of this study.

2.2 | Data collection and analysis

Data were collected and analysed by A. P. and C. C. (experienced

social scientists). Written consent for interviews was obtained.

Thirty‐six interviews were conducted (14 real time; 22 retrospective).

These included 48 parents (12 of the interviews were with both

mother and father). Interviews lasted up to 1 h and were audio‐

recorded. Some were conducted face to face and others over the

telephone. A topic guide developed through literature review and

discussions within the project team (including parent representatives)

was used, but conversations were also guided by the issues raised by

participants. Interviews were transcribed verbatim and anonymised.

Analysis was inductive and interpretative, with A. P. using the

constant comparative method to undertake initial coding.45 C. C. then

drew on an analytic approach known as ‘institutional ethnogra-

phy’46–49 to particularly consider the ‘work’ involved for parents

(referring to a wide range of activities that take time and effort).50

NVivo software was used to organise and retrieve data.

This work was approved by North East Tyne and Wear South

REC (IRAS 212304).

3 | FINDINGS

We present our findings under three headings: (1) parenting in the

neonatal care community; (2) creating continuity amid place‐of‐care

disruptions; and (3) adapting to the managerial logics of neo-

natal care.

3.1 | Parenting in the neonatal care community

Parenting in neonatal care has been shown previously to involve

touching, monitoring, feeding and hygiene‐related tasks.1 In this

study, we found that an important aspect of parenting a preterm

baby was also overseeing the care community—taking ‘responsibility

for their infant's care’42 whilst also recognising their need for the

wider community of technologies and expertise in and beyond the

neonatal unit. Many parents praised the staff who they watched

at work:

I was there all day, twenty four seven really so I just

got to know all the staff. […] they're just brilliant aren't

they? I just couldn't fault them in any way. (Mother16)

As part of overseeing care, parents valued good communication

from staff:

We knew from the very beginning what the process

was going to be, and they kept us in the loop, they

always told us what's coming next. (Father72)

Conversely, it was difficult for parents when staff did not have

the answers, and they became concerned about safety if this was

apparently jeopardised by a lack of continuity (e.g., knowledge

handover):

The nurse wrote [on the notes] ‘[Baby] had a really

good night, but her heart rate dropped around two

am’ and they'd say, ‘Have you had a chance to look

through?’ And I'd say ‘Yeah, what happened at two

o'clock?’ and she was like, ‘I don't know’. (Mother77)

From a parental perspective, the quality of care, regardless of

whether the baby was transferred, related to parents' perceptions of

staff skill and attentiveness, and whether (or not) these could

adequately substitute for that of parents when they were absent

from the cot‐side.

I wanted to see, I didn't know the nurses there and I

wanted to see how they were. And then after those

first two nights I was like ‘okay, I'm happy now to

leave her because now I know’. (Mother64)

Consistency of nursing and medical oversight was important,

especially for parents who had limited capacity to be physically

present to oversee care and/or were under other pressures:

[My time in the neonatal unit was] a bit all over the

place, like, my daughter was only fourteen months, so

my boyfriend quit his job to help with childcare and

visits. And we would go in the day time for about an

hour or two hours, sometimes with our daughter,

sometimes without. And then I would spend the

majority of my day with my daughter at home, and I'd

get her to bed about seven o'clock in the evening, then

I'd go straight back to hospital until three or four in the

morning. I'd come back for a few hours to sleep and

then get up with my daughter again, so it was very all
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over the place. I felt torn between the two. […]

(Mother78)

Building relationships within a consistent community of care

freed parents to engage in more natural parenting, including, for

example, touching, monitoring, feeding and hygiene1:

We saw probably two consultants and it was consist-

ent. So it wasn't somebody different every day, and

you soon get used to learning what they're doing with

the hourly obs and stuff. That was explained and you

could just sit with them, and you can help them, and

they encourage you to get involved. (Mother23)

3.2 | Continuity work to minimise place‐of‐care
disruptions

Previously, we showed how transfers are often enacted in response

to managerial concerns about demand and capacity.3 Place‐of‐care

disruptions disrupt parenting work, limiting parents' ability to be

there to oversee care and draining their time, emotional and financial

resources:

We couldn't really stay as often as we'd have liked at

[distant hospital], but we did try as much as we could.

[…] You can't just say, ‘Well I'm just going to go to see

the baby for a couple of hours’, because there's that

much you have to sort out just to go to see the baby,

you know, feeding the kids, travelling, money costs as

well. […] (Mother36)

Parents highlighted that moving hospitals meant ‘starting again’—

(re)negotiating their role within, and their oversight of, their baby's

care community. This is hard work, which strives towards continuity

for the baby and is based on in‐depth knowledge of that baby:

I think for me it's the ongoing care [that's important],

because you know as soon as you move hospitals

you're going to have to start again. And you've worked

so hard: you know the routine, you know the staff,

they know [baby]. (Mother71)

A new location necessitated that parents (re)assure themselves

that the baby was being well cared for:

Different hospitals have different procedures, it was

like, ‘Oh, what's that?’ And she was like, ‘Oh, it's

something we do for all our babies, don't worry’. And

you're like, ‘But I want to worry’. Not that I [really]

want to worry, but I want to know what's [pause]

happening. (Mother77)

As the above excerpt highlights, parents' oversight role can feel

intangible to parents and be difficult to communicate, perhaps contribut-

ing to a limited emphasis in the research literature. We see here that it is

much more than just ‘worry’; it is about surveillance—knowing what is

happening—and through surveillance creating continuity.

There are multiple practical elements to creating continuity when

a baby is transferred from one site to another. As well as the stress of

transfer itself, parents had to take on board a raft of new information,

learning how to navigate different hospital layouts, systems and

equipment:

[As part of the induction, the nurse said] ‘This is the

milk kitchen, this is the linen store, this is this, this is

that.’ And we were going round and I'm thinking,

‘I really just want to sit down’ [laughs]. And then it was,

‘Oh, you need to hire one of our pumps, so we need a

deposit for the pump, can you get (…)’ Okay, fine sure,

I'll book that out somehow, and after all this,

eventually, they just let me sit next to her incubator

again. (Mother75)

Parental participation was made more difficult by inconsistent

systems and procedures between units. Inconsistencies spanned

provision of equipment (e.g., breast pumps), accommodation and care

procedures:

Everyone agrees that [there's] a lack of consistency of

equipment between hospitals. […] This also means that

there are often interventions to ‘correct’ between the

different standards and baby can be poked and

prodded three times just so that leads or drugs comply

with new standards. Donor milk is not consistent

across sites either. (Observation, Site 6, LNU)

A baby transferred from Site X had no records.

Medical staff were aware of baby and had discussed

him during handover, but on electronic system there

was nothing […] (Observation, Site 1, NICU)

Such inconsistencies required that parents expend time and

effort to work out what was happening (create continuity) amid the

disruption caused by relocation (baby ‘juggling’). This inevitably

distracted from the important activities involved in practical

parenting.

3.3 | Adapting to the managerial logics of neonatal
care settings

Parents find it challenging to create continuity for their baby,

especially when this has to be renegotiated within a baby's new

community of care. Disruption to the community of care (and
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parents' roles within it) exacerbates tensions between parental

knowledge (e.g., of their baby's need for their closeness and

nurture) and managerial systems of knowledge:

[Hospital A] teach their parents to tube feed their

prem babies whereas, when I went to [Hospital B], the

sister was like ‘No, we don't do that here, the nurses

will do that for you’. And I didn't want them to, I

wanted to do that myself. And I wasn't allowed. And

then, I wasn't allowed to hold them and I said, ‘I feel

like it's just taking them away from me’. (Mother77)

The excerpt above illustrates that systems of demand and

capacity management3 permeate into the whole operation of

neonatal units—organising not only the ‘juggling’ of babies from one

unit to another but also choreographing staff activities and putting

their time under pressure. This means that when units make space for

nurses to support parent participation in care (e.g., tube‐feeding), the

time involved (to ensure this participation is undertaken in line with

unit operations) may threaten the efficiency of the unit.

Parents have to fit into an operational schedule, which

determines how and when parents can learn and then put their

learning into practice:

There are plenty of mums that would also go to do

things with their baby and then be told, ‘Oh no, we

can't do that now’, I know that that wasn't just me.

Some mums would cause absolute havoc in there and

be like, ‘No, that's my baby, I don't care what you say.

If he gets poorly, you can look after him because he's

in the place to be looked after, but I'm doing it my way

because that's my child’. (Mother78)

When parents are unable to adapt to the system, they

‘struggle’ because their parenting work (e.g., their ability to ensure

the wellbeing of their baby) is undermined:

All [the nurse] kept saying to me was like, ‘You've just

got to adapt’. And it was like, ‘I don't want to adapt’.

And I struggled because I had to commute and get the

train every day, leaving them on a night, and I said to

the nurse, ‘Please don't let them cry, they're not used

to crying’. […] (Mother77)

This need to adapt to the system, in the context of the stresses

of having a very sick baby, creates an extra pressure on parents,

which can be overlooked:

That's the one thing that I could honestly say

throughout the whole of our neonatal journey was

that I feel that the mental health support for parents is

quite poor. […] Someone just to be there to say, ‘if you

need to talk to anybody, this is who you can go and

talk to’ because I just felt that that was something that

was so lacking. (Mother65)

As this study's data show, managerial logics (about how and

when parents can participate in care) create difficulties, particularly

for parents with challenging social circumstances, who are unable to

easily fit into units' systems and processes. Tensions are generated

between parents' desire to create continuity and managerial systems

of demand and capacity management. Ultimately, clinical staff

(working within their unit's managerial systems) have authority30

and, when they are drawn into managerial work to ‘juggle’ babies

from one unit, a cascade of other work is created for both staff and

parents. Here, we have particularly highlighted the work of parents

that includes (re)building relationships in the community of care. As

the community of care is delicately constituted, disruption has a

knock‐on impact on parents' ability to participate and, in the longer

term, on the baby's and family's development and wellbeing.

4 | DISCUSSION

In this paper, we have highlighted that, although parenting within the

neonatal community of care does involve practical and emotional

work (e.g., touching, monitoring, feeding, hygiene, etc.), it also

includes overseeing a baby's care, which is of pre‐eminent impor-

tance to parents. This oversight, along with more familiar forms of

parenting, is disrupted when care is delivered far from home or a

baby is transferred between hospitals.42,51 Supporting parenthood is

not only crucial in improving parents' subjective experience of

neonatal services but is also likely to reduce stress on the baby,

improve short‐ and long‐term developmental outcomes and minimise

the need for health intervention.22,52–54

This paper follows from our previous analysis of managerial

systems that organise decisions about place of care—and lead to

transfers that are not always clinically necessary and very often

burdensome for parents.3 Management systems that organise place

of care can have considerable knock‐on effects, not only creating

stress for parents10,37–39,55 but also precipitating new work to create

continuity amid those place‐of‐care disruptions. Indeed, within the

community of care, parents undertake a significant amount of the

work required to maintain continuity for their babies. This form of

parental participation is an invaluable resource, with a proven

positive impact on health outcomes, and the potential to support

efficiency and value by relieving pressure on clinical staff. However, it

should not be assumed that parents can simply incorporate this

continuity work as part of their more obvious parenting tasks.

Faced with exhaustion resulting from pregnancy, labour and the

stress of complications, parents need help to navigate the managerial

systems into which they are suddenly inserted. This might involve, for

example, better standardisation of systems (e.g., for donor milk)

between units; better systems for communicating processes with

parents; and a greater attention to the emotional and rest needs of

parents following delivery. As parents from disadvantaged
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backgrounds find it particularly difficult to incorporate neonatal

parenting into their (often complicated) everyday lives,56 policy-

making should specifically assess the burden placed on parents from

various socioeconomic backgrounds and their consequent ability to

maintain continuity work (alongside the many other elements of

parental care) in the face of place‐of‐care disruptions. This is

important because continuity work is likely to add to parental stress,

which has been related to maladaptive parenting and to long‐term

developmental problems in the child.57,58

Our findings suggest that continuity should be more central in

discussions about the best place of care—a finding supported by evidence

from neonatal and other services.59,60 Continuity has been recognised as

a casualty of a modern focus on value and efficiency,61 which we see in

policymaking design and delivery of neonatal services. Although

stakeholders are rightly concerned to ensure value and efficiency

(financial calculations based on clinical outcomes and costs)—and

continuity should not be the only factor to guide policymaking—we are

arguing that the burden involved in managing continuity of care should be

kept in view (and mitigated) as other managerial goals are prioritised

within an increasingly industrial healthcare system.61

5 | CONCLUSION

Parenting a baby in neonatal care is difficult. Parents have to

negotiate both their private social worlds and their participation in

the (medical) neonatal care community. Neonatal care that is far from

home and/or changes to place‐of‐care create significant disruption to

parenting work. Whilst neonatal transfer is often inevitable due to

the clinical needs of babies and the geographical patterning of

resources, parenting remains central to good neonatal care—and we

have highlighted that this includes oversight and continuity work

alongside more mundane parenting tasks. Those involved in the

organisation and management of neonatal care should take account

of how managerial systems that increase baby ‘juggling’ (choreogra-

phy of transfers from one site to another)3 are impacting on the

neonatal community of care—and particularly on parenting and the

wellbeing and long‐term outcomes of babies.
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