Neonatal nurses'response to a hypotheticalprem ature birth situation: W hatifitwas my
baby?
ASTRACT

Background:

Evolving technology and scientificadvancementhave increased the chances of survivalof
the extremely prem ature baby, however such survival can be associated with some severe
long-term morbidities.

Research question: The researchinvestigatesthe caregiving and ethical dilem m as faced by
neonatalnurses when caring for extremely prem ature babies (defined as < 24weeks
gestation). This paper exploresthe issues arising forneonatalnurses when they considered
the philosophicalquestion of ‘whatifitwas me and my baby’, orwhatthey believed they
would do in the hypotheticalsituationof going into prem ature labourand delivering an
extremely prem ature baby.

Participants: Data were collected via a questionnaireto Australian neonatalnurses and sem i-
structured interviews with 24 neonatalnurses in NSW , Australia.

Ethicalconsiderations: Relevantethicalapprovals have been obtained by the researchers.
Findings: A qualitative approach was used to analyse the data. The theme ‘imagined futures”’
was generated which com prised three sub-themes: ‘choiceis important’, ‘notsubjecting their
own baby to treatment’,and ‘nurses and outcome predictions’. The resultsofferan important
and unique understanding into the perceptionsof nursing staffwho care forextremely

prem ature babies and their family,see them go home and witness theirevolving outcomes
The resultsshow thatprevious clinicaland personal experiencesled the nurses in the study to
choose to have the belief, thatifina similarsituation,they would choose notto have their
own baby resuscitated and subjected to the very treatmentthatthey provide to other babies.
Conclusion:

The theme ‘imagined futures’ offers an overallunderstanding of how neonatalnurses imagine
what the life of the extremely prem ature baby and his/herfamily will be like after discharge
from neonatal intensive care. The nurses’ pastexperience has led them to believe thatthey
would not wantthis life forthem selvesand theirbaby,if they were to deliver at24 weeks

gestation or less.



INTRODUCTION

There isno argumentthatthe survivalof extremely prem ature babies has improved
substantially,however similarimprovementshave notbeen noted for long term morbidity,1
or in the long term problem sassociated with being born atan extremely early gestation.The
minimum age of viability isconsidered to be as young as 23 weeks gestation, with the
occasionalsurvivorreported at 22 weeks gestation.zNeonatalclinicianscannotdefinitively
predictthe individualprognosis of an extremely prem ature baby,3butitbecom es

problem atic when they cannotpredictifsurvivors will have a chronic or disablingcondition.
4Unsurprisingly,’[he lower the gestationalage the higher the mortality and m orbidity,land

the greater the chance of long term and severem orbidities. "

The currentoutcomes for extremely prem ature babies related to majorneurological
impairmentshave remained stable, despiteimproved survival.’Such neurologicaldamage
may include brain injury with subsequentphysicaland cognitive disability resulting from
intraventricularhaemorrhage and periventricularleukom alacia. Other potential problems
include chronic lung disease, hearing impairment,sightproblem scaused by retinopathy of
prem aturity,and shortgutsyndrome from necrotising enterocolitis.”Forapproxim ately half
of the survivorsof extreme prem aturity specialeducationserviceswillbe needed. " The
outcomes of extreme prem aturity reported in even recent literature published yesterday does
not necessarily reflectthe outcome thatwould be reported today, because cohorts m ay have
been from the lastten years,and itmighthave taken two years for the research to be
published. However, itis the bestthatis available atthis pointintime. Treatmentregimes
constantly change, making itdifficultto interpretoutcomesresearch. W hile itisclear that
extremely prem ature babies can develop into healthy,independentchildrenand adults,“this
isnot always the case,and truly ‘informed’consentwould dictate thatany discussions with
parents should consider the possibility thatan extremely prem ature baby may survive with a

major disability.

A hypotheticalsituationisone involving or based on a suggested idea or theory thatinvites
us to consider ‘W hatif... .2 or “imagine that... ..2. Itinvolves oris based on a hypothesis with
anotrealor imaginedexample. W ords associated with hypotheticalinclude suppositional,
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theoreticaland speculative. Hypothetical situations are useful because itis often necessary



to hypothesisein order to explain how people believe they will behave oractin certain
situations. Knowing what one would do ina hypotheticalsituation is often more than an
educated guess,and in fact, hypotheticalscenariosmay notaccurately reflectactual behavior,
because individualscan have difficulty projecting them selvesinto the future with accuracy.13
Hum an beings weigh up evidence and many other factors when coming to a decision abouta
particularissue. Forneonatalnurses,contem plating the outcome for babies 24 weeks
gestation and less,and the perceived burden on theirfamily,could make them consider the

hypothetical situation of “W hatif itwas me and my baby”?

RESEARCH DESIGN

Aim

The findings presented in this paper are part ofa larger mixed method doctoralthesis Y that
explored the ethical issuesand caregiving experiencesof Australianneonatal nurses who
cared for extremely prem ature babies of 24 weeks gestation and less. Other publications from
this research include the difficultiesassociated with caring forextremely prem ature babies
who at timeslook more like a foetusthan a human baby; *the burden of keeping secretsand
how neonatal nurses have to keep inform ation to them selves. °Three furtherpapers include
caring for parents whose beliefina miraclewas allconsuming,“how neonatalnurses
manage the uncertainty associated with caring for extremely prem ature babies,lgand the
difficultiesneonatalnurses face in trying to reconcile hurting with caring,when they inflict
pain on extremely prem ature babies as partof theirtreatm ent. > The m yth of the miracle
baby has been challenged in another paper, 2% the anguish and desperationto become parents

has been explored, 2! as has the quality of lifeof extremely prem ature infantsurvivors.’’

The focus of thiscurrentpaperisthe quantitative and qualitative data thatexploresthe
neonatal nurses’ perception of why they feel that, hypothetically,they would notwanttheir
own extremely prem ature baby resuscitated and treated if they found them selvesin the same

position as the parents of an extremely prem atureinfant.

Data collection

Two data collection methods were used in thisresearch. In the firststage of the study,
Australianneonatal nurses (n=414) were surveyed using a self-completed questionnaire that
was analysed using SPSS. In the second stage, purposive sampling was used and data

collected through 14 semi-structured interviews with 24 neonatalnurses from the stateof



New South W ales (NSW ) and the Australian Capital Territory (ACT).

The questionnairewas a 64 pointlikert,paper based survey thatsoughtto explore the
attitudesand the legal, ethical,socialand technologicalissuesexperienced by neonatalnurses
when providing care to extremely prem ature babies. The questionnaire was modified with
permission from a study undertaken by Arm entrout. >’ Questions were based on a literature
review thatdetermined currentissues and concerns surrounding the provisionof care to
extremely prem ature babies. The questionnaire addressed neonatalnurses’ demographics,age
and years of experience in caring for extremely prem ature babies. Both open and closed
questions were included, with opportunities for participantstocom menton theirexperience

and issuesofconcern aboutcaring forextremely prem ature babies.

Fourteen interviews were conducted involving 24 participants. There were eightsingle
interviews and six focus groups com prising between two and six neonatalnurses. All data
was collected by the firstauthor,an experiencedneonatalnurse. The interview questions
explored the nurses’ experiences of caring for babies of <24 weeks gestation. The interview
questions were constructed from the significantissues arising from the questionnaire,content
analysisof the open ended philosophicalquestions from the questionnaire,and other issues

thatemerged during the interviews.

The interviewswere semistructured,however timewas also allowed forunstructured
conversation.The interviewsoccurred in differentlocations;the interview er’shome (4), in
the participants’own homes (5),0r a quietroom atthe participant’s hospitalofem ployment
(5). The duration of the interview was between 60 and 90 minutes. The fullinterviews were
transcribed prior to in-depth analysisto identify majorthemes.This paper draws on the

questionnaire data, the qualitative data from the questionnaire and the interviews.

Setting and participants

Participantswho were interviewed included Registered Nurses who were currently employed
in aneonatal intensive care unitwhere extremely prem ature babies are cared for, a paediatric
intensive care unit where babies are cared for,or membersof thenewborn emergency
retrievalteam . The nursesrequired greater than five years’ experience in caring for babies <
24 weeks gestation. They needed to be English speaking, willing to participate inthe research

and to agree to have the interview recorded. The extremely prem ature baby, especially in the



first24 hours, can be fragileand critically ill,thus requiring the mostexperienced and skilled
nursing staffto care for them . These babies are notgiven toinexperiencednurses to care for,
therefore,those nurses with 5 yearsor more experience with caring for extremely prem ature
babies would have the experience required to be interviewed.All 24 of the nurses

interviewed were female, 10 were mothers, 14 were childlessbutwithinchildbearing age (33

— 45) years.

Ethical Considerations

Questionnaire and interview participantswere provided with a participantinform ation sheet.
Verbal and written consentwas obtained from the interview participants,and they were given
the option to ask questions for clarification or withdraw from the study. The confidentiality of
all participantswas assured, firstly by the anonymous procedures associated with the
questionnaire.Secondly,the names of the interview participantswerenotincluded on the
transcripts,and the thirdly the data was secured in a locked drawer. Thisresearch projectwas
approved by the FlindersUniversity of South Australia Socialand Behavioural Research
Ethics Com mittee (Approval Number 1924). The topic of thisresearch is considered a
sensitiveone, therefore,counselling was made available to the interview participantsif

required, although none of the nurses required this service.

Data analysis

A qualitative method informedby phenomenologicalinsights,and the work of Van M anen 2
was considered the mostappropriate way to interpretthe interviews,because of the need to
understand the nurses’ experiencesof caregiving dilem massurrounding extremely prem ature
babies. Phenomenology is the study of lived experience and asks the question “whatis this or
that kind of experience like.” 24(p.9) Van Manen’s - approach is thatreflecting on the lived
experience cannotoccur while the person is stillliving it. The researcherisrequired to
capture the retrospectivereflectionof the nurse who has provided care to extremely

prem ature babies.

The proceduralcomponentof phenomenology requires thatthe textfrom the interviewsbe
examined carefully and system atically.Formalphenomenologicalanalysisrequiresline-by-
line analysis,and the discovery and constructionof themes.Creating themes is an active

. . . . . 2 .
interpretative process,in keeping with the work of Van M anen. ! Creating themes helps the



researcheridentify the significantissues in the data. The search for the “big picture”

. 25 . . .
according to Braun and Clarke (p.12) means thatthe theme is authenticand provides an
accurate understanding of the nurses’ experience.Accounts of the nurses’ experiences were

structured to form the whole, ora full description of the phenomenon.

A qualitative study needs to be rigorous. The specificsofrigouris abouthow the research
paradigm s ontology and epistem ology inform the interpretative m ethodology in the study,
and whetheror notitisable to answer the question under investigation. The validity of a
qualitative study is about trustworthiness,and how the researcherdescribes and interprets
what has been told to them by the inform ant.’® 1f the lived experience iscaptured, there will
be richnessin the description,which willlend credibility tothe research and study. Readers
also establish the trustworthinessifthey consider the study is transferable to another context,
and are able to follow the decision trail of the researcher.The researchershould be able to
provide confirmability of the study, or how the qualitative interpretationscame to fruition.
All data sources were collected by the firstauthor,and alldata and interpretationswere

regularly audited and validated by the co-authors.

FINDING S

This paper outlines the neonatalnurses’ consideration of the hypotheticalsituationof what
would they do if they delivered an extremely prem ature baby. Itis importanttoemphasise
thatthe results reported in this paper are applicable only to those babies of 24 weeks gestation
and less,and arenot generalisableto any otherneonatalpopulation,as the outcomes for
extreme prematurity have a greater com plexity than the outcomes for babies of other ages
nursed in the NICU . Nor are the resultsreadily generalisable to neonatalnurses other than
those interviewed. As there are two data sources com prising the results,the qualitative results
of the questionnaire are represented as (Q response number) and the interview transcriptsare

represented as (Nursenumber).

1. Questionnairedata
There were no specific questionsin the questionnaire thatasked about what the nurses would
do if they personally delivered an extremely prem ature baby, however theirexperience has
led them to believe they would notwanttheirown baby to be resuscitated and treated. The

questionnaire data isincluded to add contextto the qualitative data. Only nurses with



experience with caring for babies 24 weeks gestation and less were asked to com plete the

firstpartof the questionnaire.

Table 1: Results- Caring for babies 24 weeks and less makes me feel Hopeful

Frequency Percent
Never 35 10.6
Seldom 120 36.5
O ccasionally 147 44.6
Almost Always 27 8.3
Total 329 100

The resultsshow thatnurses wererarely hopeful (44.6% occasionally hopefuland 36.5%

seldom hopeful)about the survivaland outcome for extremely prem ature babies.

Table 2: Results- Caring for babies 24 weeks and less makes me feel Concerned

Frequency Percent
Never 1 .3
Seldom 6 1.8
Occasionally 35 10.6
Alm ost Always 290 87.3
Total 332 100

The majority of nurses (87.3% )wereconcerned aboutthe outcomes forthe baby and parents.

Table 3: Results- Caring for babies 24 weeks and lessmakes me feel Positive

Frequency Percent
Never 40 12.1
Seldom 136 41.1
O ccasionally 130 39.3
Almost Always 25 7.5
Total 331 100

The resultsshow thatnurses usually found itdifficultto be positive (39.3% occasionally
positiveand 41.1% seldom positive)aboutthe survivaland outcome of extremely prem ature
babies.

Table 4: Results- Caring for babies 24 weeks and less makes me feel Discouraged

Frequency Percent
Never 12 3.6
Seldom 43 13.1
O ccasionally 194 58.9
Alm ost Always 80 24.2
Total 329 100




The resultsshow that many nurses were discouraged (58.9% occasionally discouraged and
24.2% almostalways discouraged) aboutthe survivaland outcome of extremely prem ature

babies.

2. Interview data
The theme ‘imagined futures’ offers an overallunderstanding of how neonatalnurses imagine
what the life of the baby and family will be like afterdischarge from the neonatalintensive
care unit. W hatthe nurses had seen in the past had made them believe thatthey would not
want this life for them selvesand their baby if they were to deliverat 24 weeks gestationor
less. The theme of “imagined futures’ com prised three sub-themes: 1. ‘choiceis important’,
2.‘notsubjecting their own baby to treatment’>and 3. ‘nurses and outcome predictions’. The
firsttheme ‘choice is important’ showed thatthe neonatal nurses believed that they should
have the choice to decide whether their baby born at24 weeks gestation and less should be
resuscitated. They also believed thatthe parentsof other babiesin the NICU should also have
the same choice. The second theme ‘notsubjecting their own baby to treatment’was about
the nurses’ imagining what might happen,and what they would do ifthey delivered an
extremely premature baby. The third theme ‘nurses and outcome predictions’ exploreshow
the nurses’ made theirdecisionsabout whether they believeda baby would have what they

considered to be a good or pooroutcome.

1. Choice isimportant
The nurses expressed thatthey would not have theirown baby treated if they delivered at 24
weeks gestationand less. This issue was noted in the questionnaire when approximately 25%
of respondents wrote unsolicited com ments,for example, ‘every neonatalnurse | know would
go bush rather than go to a tertiarycentre ifthey were in prem labour with a pregnancy of 24
weeks gestationor less” (Q response 106). In colloquial Australian language,the words “go
bush” are used to mean thatinremote areas (the bush) there would be no accessto aneonatal

intensive care unit, and hence no chance to save an extremely prem ature baby.

I am glad | had term babies. | would hate to have a 23-24 weeker and ‘in theory’ would
actively discourage any member of my family from insisting on full resuscitation and

treatment if they were unfortunate enough to go into preterm labour, or require delivery of a



23-24 weeker. As | said though that is the theory - 1 hope | would have the strength in

practice. (Q response 199)

Only one of the 24 nurses interviewed stated she would have her baby treated,but the caveat
was thatonly if treatmentwould be withdrawn if the baby suffered a large intracranialbleed.
The nurses all considered treatmentofthe baby to be a personalautonomous choice.One
nurse claimed her decision was an educated one, based on her understanding thatan
extremely premature baby breathing at birth did not equal sustained life. The decisionsthe
nurses made were seen asrecognitionof the reality thatparents faced during treatment.One
nurse summed up the situation when she stated “ifyou were given a 10% chance of a
successfuloutcome from surgery, would you take the chance?” (Q response 368). 1t was the
understanding of the nurses thatthe mere survivalof the extremely prem ature baby did not

constitute a positiveoutcome.

All respondentsclaimed thatjustas they had the rightto choose,the parents had the same
rights, butthe ability to make decisionscomes with information.Itwas accepted thatparents
mightmake decisions based on how the inform ation was presented to them .One nurse

explained the difficulty:

I don’t know what they [Doctors] tell them. They must tell them survival. I don’t think they
tell them intactness [intact survival]. If someone told me that, "Yes at 23 weeks you’ve got a
50% chance of survival, but a high chance of being abnormal,” I don’t think I"d want my baby

resuscitated. (Nurse 19)

This was a hypothetical situation,and itisacknowledged thatthe nurseswould notknow in
reality what they would do untilthey were in thatsituation.Itwas interesting thatthey

wanted other people’s babies to have the opportunity to live, if thatis whatthey chose, yet
not wantthatfor theirown child. One nurse wrote on her questionnaire “if | had a baby 24
weeks or less,l would hope the doctor would listen to me aboutmy wishes of not having the
baby treated. This has always been my wish, and I do notintend to change it”. (Q response

296)



N ot subjecting their own baby to treatment

Knowledge about the outcomes of extremely prem ature babies was considered powerful
knowledge by the nurses. They were generally em phatic thatthey would notconsent to
treatmentif they were to deliveran extrem ely prem ature baby. There are always difficulties
in talking about hypotheticalsituations. The nurses spoke as if they knew whatthey would
do. They made itclear thatifthey started to labour,they would avoid any centre capable of
providing treatmentfor an extremely prem ature baby. They feared having the decision to
treat being taken out of their hands. M ostnurses said they would presentto a tertiary care

facility only if they feared for their life.Two nursesin a focus group stated:

Unless | was bleeding and feared for my own life, | would sitathome. Il would labour at
home, deliver at home and then wrap it and just cover ituntil itdied. Then present [to
hospital] with the dead baby. I would not present in with something you could ventilate.
(Nurse 19)

You could still present, itdoesn’t mean they have to do anything. (Nurse 20)

Thatwould be my fear that itcame out and itcried, and they did something and then

there was no pulling out [withdrawing treatment]. And ifitcried they would take it off me

and they would bring it here [a NICU]. That would be my fear. (Nurse 19)

The nurses were convinced they had a realistic perceptionof extreme prem aturity because of
their experiencein working with these babiesevery day and seeing babiescome back who
had a less than favourable outcome,and whose parents had told them of theirday-to-day
existence.W hen speaking of her hypotheticalreluctance to have a baby of 24 weeks or less

resuscitated,one nurse stated in a matterof factway,

I wouldn’t leave it for dead or anything, but the baby wouldn’t survive. I’m afraid I’m not one

of those courageous people who can see itas God’s plan or anything else. (Nurse 14)

Caring for other people’s extremely prem ature babies,butnot wanting theirown treated
represented a contradictionand a possible conflictfor the nurses. One nurse explained she
would not presentto hospitalbecause of her beliefthatpresentationimplied she was seeking
treatment.She stated, “...if I do presentat the hospital 24 weeks pregnant, I'm asking for

help. Usually the patient, they do want something done’ (Nurse 11).1In this situationinformed



consentwas needed and initialand ongoing consentisrequired for all treatment. The nurses
mightbe alluding to the em otionalaspects of seeking help for an extremely prem ature baby.
M any nurses held thatthey would stay away so they could notbe persuaded to have their
baby treated,or have the staff treatthe baby withoutconsent. Severalstated they had read the
book “The Long Dying of Baby Andrew” by Peggy and RobertStinson,27 and although this
book isold itremainsa ‘“mustread’ forevery member of the neonatal team . The book is
abouttreatmentwithoutconsentand experimentationinthe name of progress. In thiscurrent
study, fear was a powerful motivator for these nurses. Fear of the technologicalimperative
would keep them away from any centrecapable of resuscitating and treating tiny babies. It
was not the fear of resuscitationthatdrove these nurses to essentially avoid theirown
workplaces, itwas their fear thattreatmentwould not be withdrawn when they believed that
their baby may have been irreparably damaged. Technology, they felt,seemed to take on a
power of itsown, and once instituted itcould be exceptionally hard to withdraw. The nurses
understood thatsome medicalstaff would not, “...pullthe plug” (Nurse 16), and the nurses

were notprepared to take the risk.

W hen the nurses considered what was required to keep an extremely prem ature baby alive,
they were not surprised when some parentschose notto have theirbaby resuscitated. W hen

asked if she would have her own baby resuscitated,one nurse replied:

l come back to the amount of intervention at a very basic sense of the word, and | intervene
with my large plastic tube [ETT] to keep this child alive. | invade its body, | create holes in it
to make this child live. And if | can give out the relationship on that small baby to the size of
the plastic and try to say ‘how big would that bit of plastic be in relation to me’. I find it
completely unacceptable if | had to accepta UAC [umbilical artery catheter], a UV C,
[umbilical vein catheter] a peripheral cannula, the size of the endotracheal tube, even a chest
drain. AIl of these things in my baby. | know if | had the decision | would say definitely not.

(Nurse 6)

Knowing whatto do in hypotheticalsituationsis difficult.Itiseven more difficultto know
what neonatal nurses would do if they were in prem ature labour. Gaining an accurate picture
of whatnurses believethey would do in a hypotheticalsituationis difficult.Unless faced with

the situation,itis still very much a nurse believing she would know whatto do in a given

situation. Thatsaid, what is interesting is thatthe cognitivedissonance of the nurses meant



thatthey would avoid atallcosts the very places where they work, where they practice their

profession and where they provide care to “other parents.’

Nurses and outcome predictions

Notevery neonatal nurse is directly aware of the outcomes for individual extrem ely

prem ature babies. The nurses in the currentstudy had allread literature on the outcomes for
tiny babies,and had seen babies return for follow -up.It was the opinion of the nurses that,
‘...the literature..it’s stilla bit weighted to make things look really good ... There would
probably be hardly any babies thatcame outunscathed’ (Nurse 19). Notallneonatalnurses
are aware of the outcomes of extreme prem aturity,however,the nursesin the study knew

aboutthe possiblelong-term outcomes.One nurse explained:

That’s something that we can demonstrate by the amount of reading that we’ve done and the
facts that we have gathered...The experience, what we’ve seen, what [the babies and families]

we have nursed. You know the outcomes that we’ve seen. (Nurse 1)

M any nurses spoke of how they heard about the outcomes of babies. W ord filtered back to

the NICU. Mostnurses, however, focused on the poor outcomes.

W e do hear of all the follow -ups and there are a lot of positive follow -ups as well. l guess we

tend to hear more of the disasters. (Nurse 13)

The nurses did notoften see the good outcomes in tiny babies. Itwas difficultbecause, “...we
hear more of them [poor outcomes] than the ones who do well. That’s the problem isn’tit, we
hear aboutthe ones who are disasters’ (Nurse 14). In using everyday language thisnurse was
showing concern aboutcausing dam age to the baby during treatment. Itis hoped thatthis
form of language would notbe used outside the confinesofnursing. The nurses spoke of
what they call ‘disasters’ (Nurse 13,14 & 19) when referring to outcomes. A disasterimplies

devastation and distressand three nurses perceived some babies in thisway.

The nurses all liked to hearaboutpositive outcomes. One nurse explained:

Occasionally we get to see how babies are doing years down the track. That’s positive. It’s

not that often, though. (Nurse 14)



Severalnurses spoke abouttheircolleagueswho were optimisticaboutextremely premature
babies,but who were not familiarwith outcomesnor had they attended the follow up clinic.
This situationwas notuncommon,according to the nurses,because of the way that NICUs
are structured,with an acute area separated from anotherarea forless acute babies. Nurses
who chose to work in intensive care mightnot getto see babiescome back to the unitonce

they had been discharged. One nurse stated:

W e see a small facet. We don’t see it [the baby] often down the track, or it’s walking around

blind. W e don’t see those issues, and if you don’t see something you don’t realise. (Nurse 5)

Another nurse explained thatwhen she undertook herneonatalnursing course the consultant
neonatologistwas adamantthe nurses should go to the follow up clinic to see the babies they
had cared for. Here they, “...saw the so called bad outcomes’ (Nurse 6). This was beneficial
forthe nurses,one nurse stating, ‘7 found that extremely confronting in there...for a long time
I1'd always thoughtthatthe children who didn’t survive intactwere the mistakes’ (Nurse 6).
One nurse emphasised she knew aboutthe pooroutcomes,butchose to focus on the positive
outcomes. Thisnurse explained, “...it’sprobably a survivalmechanism. You switch them out
of your brain as much as possible’ (Nurse 24). Anothernurse was convinced thatconstantly
focusing on the negative outcomes made itdifficultfor herto continue working in the NICU .
She stated, “...you justwantto see thatbaby go home and not really think of what’s going to
happen later on’ (Nurse 11). The nurses feltitwas easier forthem to concentrate on the
positive aspects. Dwelling on the negative aspectsmight have been too confronting for them

professionally.

All nurses interviewed believed they knew which babieswould do well, and which babies
would have pooroutcome. They based theirpredictionson technicalinformationand the
baby’s reaction to handling and its response to caregivers. Severalnurses acknowledged they
had been wrong in their predictions for extrem ely prem ature babies. The nurses all spoke of
timeswhen they believed a baby would notsurvive,and yetitsurvived. They em phasised
thatsurvivalwas notrelated to outcome. This means they mightnotbe correctin predictions

of survival,but were often correctin predictionsaboutoutcomes.One nurse explained:



W hen it comes back for follow up, you think "Oh yeah you’re not as good as what they

hoped’. But the fact that you merely survived, is quite miraculous. (Nurse 12)

One nurse, who had seentwo of these babies have good outcom es, stillhad a spark of hope:

I might think the child needs to be turned off [had treatment withdrawn]. | thought a couple of
times babies... I really thought they should be turned off and they should die. They [medical

staff] have persevered and these people [babies] have come back OK. (Nurse 24)

DISCUSSION

A large body of literatureindicates thatchildren born extremely preterm are likely to
experience ongoing problem s, however the extentofthose problem s continuesto be debated,
and thereismuch uncertainty. How neonatalnurses manage the uncertainty of caring for
extremely prem ature babies has been elucidated by (XX X Xd) ' Whatis known isthata
baby born at24 weeks gestationcould be 650 grams,have a head circum ferenceof22cm and
be 31cm long, ?® therefore itis likely to be smallerin all aspects of growth, and have a poorer
developmentaloutcome. Gestationalage exerts the greatestinfluenceon the survival “and
outcome of prem ature birth.>® The outcome literature reportson cohorts of very low birth
weightinfants (VLBW infants = less than 1500 grams),and extremely low birth weight
infants (ELBW = lessthan 1000 grams), however itisdifficultto gaina fullpicture of the
babies who were the “microprem s” or 24 weeks gestation and less. Lower birth weights and
gestation consistently have poorer outcom es,“yetitis difficultfor the authorsof this current
paperto specifically identify the populationunder consideration in the outcomes literature,
and make judgementsabout theiroutcome to see if the neonatalnurses are correctin their
concerns aboutpoor outcome,and why they would notwant theirown baby resuscitated and
treated if they delivered at 24 weeks gestation or less. Significantly perhaps,the outcomes
literaturereportsde-identified cohortsratherthan the individualbabies thatneonatal nurses
see in their practice.Perhaps this mightexplain the discrepancy between the outcomes
literature and the views thatneonatal nurses express inthe currentresearch. Nurses”’
perceptionsof outcomesand their sense of ‘W hatthey would do if this was their pregnancy
and baby’ may be more powerfully shaped by seeing an individualbaby with a poor outcom e
going home with its family. W hatthey have seen in the pasthas affected how they would

envisage their future if they were to go into prem ature labour.



M aking decisions aboutthe resuscitationand treatmentofextremely premature babies in
industrialised nationsare complex,and Australiaisno exception. Australianguidelines
recommendthat from 20-22 weeks gestation, life sustaining treatmentshould usually notbe
provided. At 23-24 weeks gestation life sustaining treatm entshould be guided by parental
wishes,and from 25 weeks life sustaining treatmentshould usually be provided.“‘33
Although the nurses believed thathaving choices was importantfor parents of extremely
prem ature babies, they knew from previous experience thatsuch choiceswere notabsolute,
and medicalstaff could override parentaldecisions. Com plexitiesexist,and Larcher ** states
that decisionsmade aboutbabies atthe limitsof viability cannotbe made on the basisof
clinical facts alone, and should take into account the values and beliefof allconcerned,
including the staff.However, differencesin moral beliefsexist,and can be compounded by a
power imbalanceinherentin the professional-parentrelationship 34.This creates a dilemm a,
because fifty-five percentof neonatologistsin a study by W eiss etal.ssstatedthey would not
resuscitate withinthe 22"  week of gestation,which could mean that 45 percentwould
resuscitateduring the 22ndweek.Neonatologistsin the same study were less likely to
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consider the parent’s opinions all the timewhen choosing whetheror notto resuscitate.

A furthercom plexity in the decision making process is the religiousbeliefsof the attending
neonatologist.Eighty-nine percentof neonatologistsin astudy by Donoghue etal.“reported
theirreligious beliefsinfluenced their medicalpractice.Lawrence and Curlin *"found that
doctors with com mitted religious beliefs gave less weightto patient’sexpressed wishes. As
Parisel. ® have lam ented, physicianscan resuscitateno m atterhow prem ature,how unlikely
to survive,how likely to incur severe disabilities,orhow strongly the parentsobject,showing

that parentalchoice isnotabsolute.

In decisionresearch the use of imagined or hypothetical situationsisaccepted as a legitim ate
way of studying real behavior. W hen m aking decisionsbased on a hypothetical,a subject
considers events thatmay or may not happen,considers feelingsthatthey may or may not
have, while anticipating possible outcomes and evaluating those outcomes within preferred
options.39 In research thatuses a hypotheticalmethodology,vignettesare used as the
equivalentof a case study where respondentsreveal theirperceptionsand values. Y n the
currentresearch the nurses were notgiven a vignette, butrather they used theirown

experiencesof caring for extremely prem ature babies and their familiesto make the decision



thatthey would not have theirbaby of 24 weeks gestationand less resuscitated and treated.

These nurses created theirown vignette.

Itis quite reasonable thatthe nurses would projectthem selvesinto the future in thisway.
Extrapolation to the psychologicalliterature,shows thatalthough the future isunknowable,
hum ans are able to simulate potential future scenariosor mentalrepresentationsof the future
in theirm inds.40 The ability to constructmental representationsofepisodic future thinking
are importantcognitive events. The ability to rememberpasteventsand imagine future events
relieson the storage and retrievalof inform ationinthe episodic mem ory.40 Knowledge about
the future is structured around personal goals and culturallifescripts which are the person’s

expectationsaboutthe orderand timing of eventsin his/her life.*°

A critical factor to be considered in hypotheticalsituations is the importanceof the decision,
because importantissues are afforded more cognitive processing which leads to better and
more deeply considered decisions.agAnticipated emotions such as disappointmentand regret
can be operativein decisionsin both hypotheticaland actualsituations. > There are such
things as hotand cold states when itcomesto hypotheticaldecisions. A hot state is important
and iswhen a person makes a hypotheticaldecisionthatwould have importantconsequences
ifmade forreal. 'The nurses in the currentstudy were projecting future outcomes.
Therefore,they were ultimately considering the consequences of having theirown baby given
intensive care, and if irreversibledamageoccurred, itwould have significantrealworld

consequences.

The neonatal nurses stated they would notwant their babiesborn extremely prem aturely to be
treated. This isin conflictwith Sanders etal. " who found the opposite for neonatologists,
albeitover 20 yearsago. They found 61% of neonatologistswould wanttheirchild treated
with the same level of aggression with which they treated patients,while 34% would want
their child treated less aggressively“.Streiner etal. "? found physicians were more optim istic
than neonatal nurses about the outcomes of extremely prem atureinfants. In a large study that
included 3425 nurses by de Leeuw et aI,43 itwas found thatthe nurses were more prone than
doctors to withhold treatmenton a 24 week gestationinfant. Notsurprisingly,given the
importanceof choice identified by the nurses in the currentstudy, thatthe nursesin De

43 . . .
Leeuw et al’s would ask parentalopinion about furthertreatmentchoices.



Eighty eightpercentof nursesand 85% of neonatologistsina study by Oeietal “would
almostalways resuscitate 24-week gestationinfants, howeveronly 24% ofneontalogistsand
six percentof nurseswould resuscitatea 23 week gestationinfant. These clinicianswere
more optimisticaboutsurvival than the long-term outcome.Janvier et al. ** authored a paper
titled “Nobody likes premies”, where they gave a hypotheticalscenario to physicians and
students. The results make them question whether there is a “system aticdevaluationof the
newborn due to deeper rooted anthropological,cultural,socialand evolutionary factors””(p.
825) Thereis nothing in the currentresearch thatwould supportJanvieret al’s 45finding.

M cHaffie and Fow lie '° found neonatal nurses would notwant theirown child to go through
the painful therapieswhen the benefitswere questionable.The outcomes for extremely
prem ature babies were a similarconcern to the neonatalnurses in M cHaffie and Fowlie’s ‘e

research.

Janvieretal. ' asked residentdoctors and nurses involved in perinatalcare if they would
resuscitatea 24 week gestation infant “depressed” atbirth. They gave a vignette thatgave the
outcome of extreme prem aturity,butdoes such an outcome change ifthe baby needs
significantresuscitation? 21% said they would resuscitate. The authors wondered ifitwas the
“em otionalresponse to the foetus of 24 weeks thatlooks barely human?” o (p.278).The
difficultiesforneonatal nurses when caring for the extremely prem ature baby thatdoes not
have the widely accepted look and characteristicsofnormal ‘babyness’ has been discussed by
(XXX Xa). e Interestingly,forthe current paper the fetallook of the baby had nothing to do
with why the nurseswould not want theirown baby resuscitated. Janvieretal. “"did not find
thatnurses were less interventionistthan the residentphysicians, however they did find that
the nurses’ attitudes reflected theirpersonal experiences of seeing many babies with
complications. These nurses worked in an outborn surgicalcentre. The nurses in the current
study worked in a variety of areas including outborn surgicalcentres. Janvieret al. *® (p.207)
in citing the same study thatthe “more the majorcom plications are seen,the more nurses
have a false im pression of bad outcomes”. Janvier etal.”suggestthatthe unwillingness to
intervene for extremely prem ature infantsisoutof proportionto the prognosis. Yet, Janvieret
al.*" created the scenario of a depressed baby, meaning needs resuscitation.The poor
outcomes of CPR in the prem atureinfantlead Lantos et al. *? as early as 1988 to believe that
CPR isanon-validated therapy in extremely prem ature babies,and thatthese infants should
not be subjectto a standing order for cardiopulm onary resuscitationin the firstfew days of

life. They argue thataggressivesupportshould still be given,butthe need for CPR should be



taken as a sign of impending death. Barrand Courtm an E'Oagree and suggestthat CPR be
withheld in extremely prem ature babies who do not have a reversiblecause for theircardiac

arrest.

M cHaffie and Fowlie o found neonatalnurses would want fewer interventions for theirown
extremely prem ature babies, than thatcurrently offered to patientsin theirNICU of

employment.Perhaps theirexperience has led them to believe thatnotallbabies can survive,

and should ithappen to them they would prefernotto be held “hostage to circum stance” .’
(p.172).Harrison 52 (p.172) spoke of a midwife who had contingency plans in case of
prem ature delivery,and “...she would drive to aremote area, as far from a tertiary unitas

possible,and letnature take its course”. The following is a quote from M cHaffie and Fow lie

51(p. 275) where a neonatalnurse explainsher beliefs.

I always try to think, if itwas my baby, whatwould | want, and then weigh that up against
what | know as a professional... ..if I delivered a 23-week gestation baby, my heart would
want me to do as much as they can to save that baby. But my head says, no, it’s not meant to
be. And I wouldn’t like that child to suffer. And the outcome is quite poor. So I wouldn’t

want them to pursue any active treatment...

The nurses in the currentstudy were allin agreementthatitwould have been unbearable for
them to deliveran extremely prem ature baby. They held thatthiswas notaboutnotwanting a
child with a disability.Rather, itm irrors M cHaffie and Fow lie’s AGfinding thatnurses did not
rejectimperfection,they rejected pain and suffering for theirown baby. The pain and
suffering of extremely prem ature babies and the effecton neonatalnurses has been explored
by XXX Xe. " The nursesin the currentstudy were notindifferentto the needs of disabled
babies and their families. Thereismuch in the data thatreflectsthe opposite,and for the
nurses, if society was going to save these babies then arange of resources and supports
needed to be available in the com munity to assistand enable the parents,and help the child

achieve its potential,whatever thatpotentialmightbe.

Neonatal nurses are the main caregiversin the NICU and they are the professionthatspends
the mosttime with the baby and family. After meeting with the neonatologist,the parents
mighthave further questions when they return to the baby’s bedside,and the nurses answer
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questions and interpretinform ation. G allagheretal. wondered if neonatal nurses may be



a major factorin determining how parentsare engaged in decision-making,and were notsure
if the attitudes thatthe nurses held in relationto extremely prem ature babies impacted on
their provisionof nursing care. This isconcerning because conveying unfavourable attitudes
and beliefshas the potentialto impactdecision-making,and thatis notwithin the scope of the
role of the neonatalnurse. In fact, there isno evidence in the currentresearch thatthe nurses
even spoke to the parents abouttheir attitudesand beliefsaboutbabies of extrem e
prematurity. The nurses in the currentstudy were adam antthatthey would never tellthe
parents what they would or would notdo them selves,and as one nurse stated “I mightnot
want one [extreme prem] myself,butl would never tella parent” (Nurse 8). Anothernurse
said “parents ask me what I would do; I tellthem I don’tknow — of course |l know. Well,|I
think I know” (Nurse 12). Yes, the nurses in the currentstudy experienced difficulty

. . . 15,19
providing care attimes (XXX Xa; XXXXe),

however they went to greatpains to
em phasise thatitdid notaffecthow they cared forthe baby orthe parents. There was

however evidence thatthe nurses advocated for the baby to ensure ithad adequate pain relief

(XXX Xxe). **

“Im agined futures” has been described by France et al. ** Wwho looked at men and women who
had terminated a pregnancy because of a fetal abnorm ality. Experiential knowledge of
disability and using theirimagination aboutthe futureof theirunborn child, helped them
make their decision. °The use of hypothetical scenariosto investigate the attitude of people
(with experientialknowledge of disability,or experience with a disability orcontactwith a
disabled person) to the terminationofpregnancy have been shown to have both positiveand
negative results.’’ Other studieshave shown thatexpectant parents who had the antenatal
diagnosis of potentially disabling conditions,sought outother people’s experiences of
disability to helpmaketheirdecision.56‘57‘580thers were inclined to terminate the pregnancy
because of concerns aboutthe child’s future and how the family would cope. 59Very few
studies have examined the decision thatpeople actually take when a pregnancy is affected by
a fetalabnorm ality. France et al.®® described a tension between the parent’s view of the
child’s perceived quality of life, and the couple’s willingnessto parenta disabled baby.
Although thereis no evidence in the data, the authors of the currentpaper wonder if thisis
the reason the nurses would not wantto save theirbaby ifthey delivered an extremely

prem ature baby. W hatthey have seen in the past,and the struggles of parents has firm ly

planted ideas of whatthey wantordo notwantin theirown mind.



All of the nurses in the currentstudy were very experienced with providing care to the
extremely prem ature baby. They were very knowledgeable about all aspectsof care,and they
have all seen babies and their parents returnto the nursery,and they have seen first-hand
what the baby looked like and heard stories from the parents and even the grandparents about
how they were managing. Itwould be interesting to uncover if gender is an issue in thistype
of hypotheticaldecision making. All of the nurses were female,so perhapsa completepicture
would only be gained with a male neonatal nursing perspective.M ale neonatalnurses were
notexcluded from the study; a male neonatalnurse did not volunteerto be interviewed.

W hile much has been made of the differencesin moraldevelopmentbetween males
(Kohlberg 1969)60and females (Gilligan 1982),61ameta-analysisofgender differencesin
moralreasoning by Jaffee and Shibley Hyde (2000) ®” showed only asmalldifference
between malesand femalesin relationto care and justice orientation, meaning thatmale
neonatal nurses mightbe in agreeance with their fem alecolleagues in relation to the

hypotheticalquestion under investigation.

In relation to the long term care of surviving extremely prem ature babies, extrapolation to the
literature,show that femalesare generally the ones with child rearing responsibilities. ltwas
the understanding of the nurses in the currentstudy thatitwas the motherwho provided the

m ajority of care for the baby when discharged. W omen provide care in over 75% of
situations. > Children with profound impairmentrequirecomplex and specialised around-the-
clock care, and itisusually,according to Brett ' the motherwho meetsthe child’sneeds.
This caregiving could be responsible for the adverse em ploymentoutcomesnoted in mothers
of a child with adisability.sSWom en caregiversalso sufferdisproportionately with poorer
psychologicaland physical health.’® Could the issue be aboutsubconsciously not burdening

the mother or anotherwoman?

The nurses in the currentstudy have seen the outcomesor survivorsof extreme prem aturity.
M cHaffie and Fow lie '° suggestthe NICU is an artificialworld,and thatstaffneed to glim pse
the realitiesof NICU survivors to increase theirunderstanding of what familiesendure. The
nurses in the currentstudy stated that medicaland nursing staffwere occasionally wrong in
their predictionsof outcomes,butmostly theirpredictionswere correct. All nurses spoke of
observing one baby who had defied predictionsand do well, butvery few spoke of more than

one. Doctors and nurses have been found to be wrong in one third of theirpredictionsabout



the baby’s survival,however, nearly 90% ofthose predicted to die but who lived developed
severe neurologicalproblems.Doctors and nurses were accurate in theirpredictions of
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neurologically intactsurvival.

In the case of the nurses in the currentresearch one cannotinvestigate theirreal life
decisions,one can only extrapolateto what they believe they would do in a particularlife
situation. The conclusions from a hypothetical situation may not always be totally correct,but
they could serve as a starting point for furtherresearch. Therefore,because a hypotheticalis
justthat,there isno reason to preclude a carefully formulated hypotheticalthesisifithelps to
arrive ata greaterunderstanding. Qualitative method has a valid place in thisresearch,
inasmuch as ifresearcherswant to hear the views of ‘research subjects’they need to ask

them ,and give them time to answer fully to explain how they arrive attheirunderstandings.

Hypotheticalscenarios are valid in thatthey are based on hard facts, or difficultrealitiesas
perceived by the nurses. The ‘facts’ for the nurses regarding neonataloutcomes can change
with education and accurate awareness of the latestresearch and outcome data. Neonatal
nurses need to keep updating theireducation aboutthe survival, morbidity and long term
outcomes of extremely prem ature babies because neonatalnursesin a study by Blanco et al.
®® Underestim ated survivalrates and overestim ated disability rates. The nurses in the current
study thoughtlong and hard about the outcomes of extremely premature babies and their
families,and at timesthey were distressed by seeing what parents were expected to endure.
In order for them to continueto be productivemembers ofthe NICU team ,the nursescould
benefit from clinicalsupervision,reflectionand education with membersof the multi-

disciplinary team ,69 where they can work though issues related to the outcomes of extrem e

prem aturity.

CONCLUSION

Knowledge of the outcomes of extreme prem aturity and whatthey have seen in the pasthas
led the neonatal nurses in this qualitative study informed by phenomenology to believe that
they would not want theirown baby resuscitated and treated if they delivered at 24 weeks
gestation and less. The internationalimplicationsareclear; with increasingtechnology and
refined techniquesthe numbersof extremely prem ature babies will notdecrease,and until the

outcomes areconsidered betterby the nurses,the primary caregiversof the babies, they



would not choose to walk in these parents’ footsteps. Choice was importantforthe nurses, as
was fear of the technologicalimperativeorthe snowball effectof technology; itbeing easier
to starttreatmentand harder to stop. The em pathic response of the nurses to the situationof
the parents and the baby was authentic, making the nurses believe thatthe resuscitation and

treatmentofan extremely premature baby was notthe path they would choose to take

themselves.
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