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Abstract:  

Background: Couples who receive a prenatal diagnosis of a foetal anomaly in Victoria, 

Australia are generally offered a choice about whether or not to continue with the pregnancy. 

When a severe or ‘lethal’ abnormality is diagnosed some couples decide to continue the 

pregnancy in the knowledge that their baby may die before or shortly after birth. Several 

Australian parents who published personal accounts of that experience describe a lack of 

clear clinical pathways, suggesting those who decide to continue a pregnancy following a 

diagnosis of a ‘lethal foetal abnormality’ (LFA) may not be receiving optimal care.  

Aims: This study aimed to provide empirical Australian evidence of views and experiences of 

care provision from health professionals (HPs) and parents. 

Materials and Methods: Two sequential phases of this qualitative study purposively recruited 

a range of key HPs and parents. Semi-structured interviews were thematically analysed. 

Results: Findings reveal that current care provision following prenatal diagnosis of an LFA is 

‘ad hoc’ with both participant groups identifying disparities between parents’ needs and 

available care. However, the goodwill and good intentions of all HPs involved was apparent. 

There was strong support from both groups for considering a model of perinatal palliative 

care (PPC) based on existing programs overseas.  

Conclusions: Future care provision in this setting needs to be redefined. A formal PPC 

program could ensure better and more consistent experiences of support for parents as well as 

the HPs working in the field. 
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Introduction 

Prenatal testing is increasingly a routine part of pregnancy care1. Screening and diagnostic 

tests identify a wide range of foetal abnormalities including chromosomal abnormalities such 

as Down syndrome and structural anomalies such as heart defects. Most recently adoption of 

non-invasive prenatal testing (NIPT) is resulting in an increased number of chromosomal 

abnormalities diagnosed in the prenatal period2, 3. 

When a ‘lethal foetal abnormality’ (LFA) is diagnosed prenatally, women are usually offered 

a choice between continuing the pregnancy, knowing that their baby will most likely die 

before or shortly after birth, or terminating the pregnancy. To ensure parents can make an 

informed choice it is crucial to provide access to health professionals (HPs) who can support 

them appropriately and provide accurate information. Despite several ‘lethal’ conditions 

being considered ‘incompatible with life’, babies may survive for a period after birth4. 

Care offered to parents who continue their pregnancy in these circumstances varies between 

different settings and geographical location. Over the past two decades, formal programs of 

perinatal palliative care (PPC) have developed internationally with some published models of 

PPC from centres in USA and Europe 5-10.  

In Australia, the majority of couples choose to terminate their pregnancy in this situation11 

and care plans for this path are generally well-established. For those who do not want to 

terminate their pregnancy, the process is less clear. It is possible that an alternative process 

would be welcomed by some. Within the Australian context, little is known about how 

parents experience a diagnosis of an LFA. Individual case studies/anecdotal accounts provide 

evidence that care experienced by Australian parents and babies in these circumstances is 

sometimes less than optimal12, 13. Perinatal loss websites (e.g. Bears of Hope14) report parents 

feeling unsupported by HPs in their choice to continue their pregnancy. Personal accounts of 

those who choose to continue12, 13 describe some inadequacies in the care provided15, with no 

further published Australian research. There have been calls for further investigation into 

parents’ and clinicians’ views and experiences of PPC5, 6. 

The two sequential study phases described here provide perspectives from Australian HPs 

and parents regarding care and support when continuing a pregnancy following prenatal 

diagnosis of an LFA. 
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Materials and Methods 

The studies aimed to explore HP and parents views and experiences of care surrounding 

continuation of pregnancy following diagnosis of an LFA. A qualitative approach using a 

phenomenological theoretical framework16, 17 was taken. Review of published PPC models 

and literature18-26 by AW led to identification of consistent concepts, presented as key care 

concepts (Table 1). These concepts, validated by an international PPC professional Special 

Interest Group, were used to direct and focus the research questions.  

Phase 1 of the study aimed to explore current practice of care for women in Victoria who 

choose to continue a pregnancy following diagnosis of an LFA.  

Phase 2 of the study aimed to explore parents’ experiences of continuing a pregnancy 

following diagnosis of an LFA, specifically care and support they received and services they 

found useful. Suggestions for future care of families were also explored. Within both phases, 

participants were asked their views on the PPC key care concepts.  

Both phases received institute specific ethics approval (University of Melbourne Human 

Research Ethics Committee; Phase 1: 0830822; Phase 2: 0932781). 

Sampling and recruitment 

Phase 1, ‘Key informant HPs’ in Victoria were purposively sampled, identified through the 

authors’ professional networks, with the aim of providing a broad range of views from 

relevant HPs27. All had been involved in caring for women who chose to continue a 

pregnancy diagnosed with an LFA. Prospective participants were directly approached via 

email; all HPs invited to participate in the study accepted the offer. 

Phase 2, parents in Victoria who had received a diagnosis of an LFA during pregnancy more 

than twelve months previously were identified through advertisements in newsletters of 

perinatal loss support groups and through HPs at a tertiary obstetric centre in Melbourne, 

Australia. Interested parents were invited to contact the researchers for further information. 

Written informed consent was obtained from all participants.  

Data collection 

Semi-structured qualitative interviews provided the best means of obtaining the depth of 

information being sought. Given the sensitivity of the topic, parent couples who wanted to 
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participate were given the option to be interviewed together or separately. Interviews were 

performed face-to-face by AW (phase 1) and SS (phase 2) at a mutually convenient location, 

digitally audio-taped and transcribed verbatim. Transcripts were de-identified and 

pseudonyms assigned.  

Given the exploratory nature of this study, structured interview guides were not used, rather 

the domains of interest for interviews included participants’ experience of current care, and 

their views on positive and negative aspects of care. All participants were asked their views 

on a model of PPC care based on the key care concepts. 

Data analysis 

Thematic analysis was used to analyse interview data17. The analytical process involved AW 

(phase 1) and SS (phase 2) thematically coding transcripts as well as co-coding by co-

authors. This provided validation of themes that arose inductively from each of the coded 

transcripts. 
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Results  

Interviews were conducted between March 2009 and September 2010 with eight key 

informant HPs (phase 1) and with eleven parents (from seven parent couples, phase 2; Table 

2). One couple chose to be interviewed together. Interviews ranged from 30 to 90 minutes in 

length in phase 1 and from 40 to 120 minutes in phase 2.  

Separate thematic analyses identified a large number of themes in each phase, which are not 

explored in this paper. Themes from phase 1 included: the ad hoc nature of current care; the 

professional and personally challenging areas of care; that the term ‘LFA’ is inadequate and 

inaccurate; and the importance of hope and good intentions of HPs. Phase 2 themes included: 

uncertainty about the babies’ outcomes; the importance of hope for parents and respect from 

HPs; and grief for the loss of their baby. There was consensus across both phases on many 

findings, of which the three key findings are described below: that current care is ‘ad hoc’; 

consistent support for PPC key care concepts; and existence of goodwill and good intentions. 

These findings are presented below along with illustrative quotes (Table 3). 

Key finding 1: Current care is Ǯad hocǯ 
Variable and Flexible Care 

Overall, HPs described care as variable, deliberately flexible and sometimes managed 

inconsistently (Q1). 

Parents echoed HPs views, reporting variable experiences that some described as a 

“rollercoaster ride”. The main theme emerging from both participant groups was that care 

often appeared ‘ad hoc’. Although seen by some as a negative aspect, others recognised the 

‘ad hoc’ nature reflected the need for flexibility in order to provide individualised support.  

HPs and parents alike described variability in care as being influenced by the specifics of 

diagnosis and prognosis, the setting and need for specific management of maternal medical 

issues during pregnancy. 

HPs also explained that close medical management was required for couples who wanted to 

maximise the chance of their baby being born alive.  

Planning 

While it was clear from parents who were interviewed that there were no formal 

programs/guidelines available at the time, there had generally been attempts to develop a 
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custom-made plan for them. This was difficult to think about, but future planning was 

deemed important for emotional preparedness and to manage uncertainty. Parents highlighted 

a desire for flexibility as new prognostic information about their baby’s condition became 

available. While parents wanted to play an active role in planning for the birth and death of 

their baby, intense emotions and grief made this challenging with many reporting relying 

heavily on expertise of staff to guide and support them through the process (Q2). Parents 

greatly appreciated experts being on-hand to provide this support. 

Communication, uncertainty and terminology 

The paramount importance of clear and sensitive communication for parents was evident, 

particularly at the time of diagnosis and when talking about whether or not to terminate the 

pregnancy. Parents appreciated a non-directive approach, which helped them feel supported 

in their decisions (Q3) and many described how sensitive and realistic communication about 

their baby’s prognosis positively impacted their feelings of hope and uncertainty. 

Parents commonly felt very uncertain about what path their baby’s life might take (Q4). HPs 

highlighted that the variable and changing nature of LFAs meant that while parents 

understood that HPs could never be certain about what might happen, they appreciated clear 

and open communication about possibilities. 

HPs highlighted the inaccuracy and inadequacy of the term ‘lethal foetal abnormality’ to 

capture often complex and unpredictable disease courses. HPs instead favoured an open 

discussion about prognosis and estimated chances of survival over different timeframes (Q5 

& Q6). 

Professional challenges – ǮTurf warǯ 
Some HPs spoke about professional challenges associated with being part of a 

multidisciplinary team, and in particular ‘crossover’ of roles between HPs within the team. 

Some described a sense of ‘ownership’ of patients or feeling caught up in a ‘turf war’ 

between HPs. The uncertainty about roles of team members sometimes appeared to stem 

from lack of clarity about the primary contact person (Q7), often as a result of role crossover 

between the HPs. 

Key finding 2: Consistent support for PPC key care concepts 

Parents and HPs alike were highly supportive of inclusion of the concepts of PPC in a model 

of care. Both groups envisaged specific challenges in implementation of a formal model of 
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PPC. HPs specifically highlighted concerns about variability and the ‘ad hoc’ nature of care 

provision which is dependent on available financial, time and personnel resources.  

Parents emphasised the need for a collaborative team approach that includes all relevant 

specialities, with themselves central to all discussions and decision making (Q8 & Q9). Many 

HPs indicated that implementation of a formal PPC program would require specific 

institutional recognition and prioritisation for staff and patients of this type of care during 

pregnancy (Q10). 

HPs identified the need for professional training for everyone involved in pregnancies 

diagnosed with an LFA. They also highlighted provision of emotional support for HPs as 

another important, yet often overlooked, component of providing holistic PPC.  

Some parents suggested adding peer support to the model, with parents who had experienced 

pregnancy diagnosed with an LFA providing support to other families. 

Key finding 3: Existence of goodwill and good intentions  

Although working in this area was uniquely challenging for HPs, they considered providing 

families with understanding and sensitivity before and after the birth or death of their child to 

be an important role (Q11).  

‘Maintaining hope’ was important for both HPs and parents (Q13). For many parents, the 

uncertainty of their baby’s prognosis allowed them to feel hopeful that their baby would 

survive (Q12 & Q13). 

Parents reported wanting to maximise time with their baby. For some, HP support to bathe or 

dress their baby helped them feel like a ‘normal’ parent (Q14). Overall, parents characterised 

time spent after birth while their baby was alive, and again after their baby’s death, as 

‘irreplaceable’. When HPs showed they understood the significance of this time, it was 

appreciated and parents felt they and their baby were respected (Q16). 

HPs reported determination to provide the best support possible in these circumstances (Q15) 

and both groups felt that HPs were doing their best given the current system of care and 

available resources. Parents consistently described being treated with kindness and respect, 

showcasing the parent experience of HPs’ desire and efforts to provide sensitive and well-

rounded care to families (Q16 & Q17).
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Discussion  

Although the last 10 years has seen significant advances in the scope and accessibility of 

prenatal testing, PPC programs remain unavailable to most Australians and we consider the 

relevance of our findings to be more important now than ever. 

The findings demonstrate important implications for practice. Current care is ‘ad hoc’, 

variable and flexible, with both parents and HPs describing the complex medical and 

psychosocial support needs following a diagnosis of an LFA. Support for a PPC model 

providing personalised care was underpinned by the strong feelings of goodwill by parents 

and HPs alike.  

The theme of ‘turf wars’ in this research was unexpected and often challenging for HPs to 

discuss. Crossover of roles and perceptions of ownership, while raising some professional 

difficulties and possibly contributing to parents’ impressions of ‘ad hoc’ care, stemmed from 

HPs’ desire to provide best possible care. This challenge may not be limited to HPs working 

with this group of patients28 and could be addressed more openly with acknowledgement that 

it originates from good intentions. 

The language HPs used when talking with parents needed to be informative and accurate but 

also respectful. Consistent with international literature, a particular concern was that 

describing prenatally diagnosed conditions as ‘lethal’ is inaccurate in some cases, such as 

trisomy 1829. Inherent prognostic uncertainty for some conditions encompassed in the term 

LFA makes definitive predictions difficult. Frank but sensitive discussions are needed to 

ensure that parents can make fully informed decisions during pregnancy.  

Despite resource constraints, HP willingness to provide comprehensive and sensitive care to 

parents was evident. These findings, consistent with the literature, demonstrate that holistic 

patient centred care, with unconditional respect for parents’ choices, provides a more positive 

experience for both HPs and parents6, 30-33.  

Given the sensitive and ethically challenging nature of practice in this area, a formal model of 

care (PPC), was universally supported by participants. PPC programs provide parents with 

clinical care and support from prenatal diagnosis of an LFA throughout the pregnancy, 

including the birth and death of the baby, and beyond6, 19, 34. This is not, as the name implies, 

a physical building or hospice but rather a model of coordinated care that encompasses home, 

hospital and the community and is “based on the hospice philosophy of living life fully and 

enjoying each moment”19, 22.  

A
u
th

o
r 

M
a
n
u
s
c
ri
p
t



 

This article is protected by copyright. All rights reserved 

PPC teams generally comprise medical and allied HPs including the family physician, 

obstetrician, social worker and nurse or counsellor coordinator. Neonatologists, anaesthetists, 

psychologists, chaplains, midwives, neonatal nurses and other specialists are involved as 

necessary. Proponents of PPC state that programs empower families to take control of their 

situation, allowing valuable time during pregnancy and after birth for making memories, 

loving and parenting, impacting positively on subsequent grief processes24.  

As the concept of PPC originated in USA, changes may need to be made to the model for the 

local context. However, the successful implementation of PPC in other countries9, 10, 35, 36 

provides Australian practitioners with useful examples to aid local adoption. Moves to 

develop such programs have already begun in Australia37, 38 and the paediatric palliative care 

model in Victoria has been updated to include perinatal death39. A challenge will be to ensure 

equity of access. 

This study provides the first empirical data describing lived experiences of Australian parents 

who decide to continue a pregnancy after diagnosis of an LFA and their HPs but is not 

without limitations. Despite the small study sizes, findings provide valuable insights into how 

parents wish to be cared for at this time.  

HPs, purposively sampled for their interest and experience, have likely provided a more 

informed perspective to the study than many other HPs. This is an important first step which 

could be followed by broader survey or interview of all HPs working in the area.  

Future care provision in this setting may need to be redefined to ensure that parents can make 

informed and supported choices. A clearly defined protocol of PPC care would provide 

parents with a tangible, alternative option to consider following diagnosis of an LFA. 

Implementation of a formal PPC model would enable HPs to provide improved and 

consistent experiences of care and support for parents.  
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Table legends 

Table 1: Perinatal Palliative Care Key Care Concepts developed from literature review 

Table 2: Description of Samples 

Table 3: Key findings and illustrative quotes 
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Table 1: Perinatal Palliative Care Key Care Concepts developed from literature review18-26 

Perinatal Palliative Care – Key Care Concepts 

1. Providing a supportive environment within which families can engage with and value 

whatever time they have with their baby 

2. Multidisciplinary team approach to planning and care 

3. Promoting choice for families about each aspect of their care 

4. Personalised spiritual care 

5. Establishing and supporting links between hospital and local community resources 
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Table 2: Description of Samples 

Health Professionals n 

Clinical Geneticist 1 

Clinical Psychologist 1 

Genetic Counsellor 1 

Neonatologist 1 

Obstetrician (Maternal Foetal 

Medicine) 

1 

Paediatrician 1 

Palliative Care Worker 1 

Ultrasonologist 1 

  

Parents n (parents) 

Mothers 7 

Fathers 4 

Time since experience n (families) 

12-24 months 4 

2-5 years 2 

5+years 1 

Length of baby’s life n (families) 

Miscarriage before birth 1 

< 1 hour 2 

1-24 hrs 1 

>1 day 3 
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Table 3: Key findings and illustrative quotes 

Finding 1: Variable current care 

“It’s the less common decision, so the care models, I don’t think are as good…..it works out 

being a bit ‘ad hoc’..... it depends where the woman is being cared for, I think there’s an 

incredible will on the part of all the teams to provide care, but I think it depends who’s leading it, 

and how involved they get, and what they do.....it tends to be case by case, and it obviously then 

depends on what happens during the pregnancy because we’re making these diagnoses often at 

12 weeks, the person may not go beyond pregnancy, the baby may die before then...” Q1 (Ash, 

health professional) 

“everything had sort of been done… so… we were sort of presented with a few options and again, 

it was done very sensitively….. they sort of said, ‘look, you know, if you want to take, take 

Elizabeth home, on a ventilator and we’ll help you look after her at home with, you know, support 

and nursing care and whatever….. look at different things of, different ways of withdrawing 

treatment, whether you can do that in hospital um, or you can take her home and do that or’..... 

they were… very understanding and …very sensitive about it..... there was one doctor in 

particular who sort of took us under his wing ..... I remember he said to us, that … he’ll basically 

do whatever we want to do as long as he doesn’t have to go to jail, and (laughs) so I thought that 

was pretty, kind of him and in that he’s just open to however we want to …..spend time with 

Elizabeth…” Q2 (Andrew, parent) 

“[they] gave us the impression that..... they were happy... very supportive..... [about] the step that 

we’d taken to, to go ahead with it..... gave us the impression that we were being brave about it..... 

they were very supportive...” Q3 (James, parent) 

“I did find different specialities had completely different prognoses..... which was quite confusing 

and confronting..... and I remember going to [the hospital]..... with the belief [she] had zero 

chance of survival..... and then the surgeon..... automatically went from zero to 80 percent which 

is really difficult  to adjust to, and..... [the] obstetrician that day..... said, ‘well I don’t believe it’s 

80..... at best, it’s 50’, so we had all these conflicting [opinions]..... which was the most difficult 

thing...” Q4 (Gabrielle, parent) 

“I think it’s confusing for couples, and it’s labelling their foetus as ‘lethal’, and they’re making 

decisions on that, whereas that’s incorrect, and they’re being deceived, in a sense…” Q5 (Jo, 

health professional) 

“I’m not a fan of the language...I know that you’re trying to capture a certain amount of 

conditions that are likely to result in the death of the baby very soon after birth.....the issue in this 
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area is that people expect the babies to die before birth or straight away, but that’s not always 

the case...for the patient, I wouldn’t use the term ‘lethal foetal abnormality’…” Q6 (Ash, health 

professional) 

“I think there’s a real ownership issue over these patients, and that needs to be carefully 

negotiated because I think…any idea of a hospice sort of implies that there might be something 

that could be better and that I reckon that makes them defensive.....there is with patients, people 

feel very possessive over patients, and these patients who are sort of genetics but they’re also 

paediatrics and they’re also obstetrics, yeah, they’re absolutely, and ‘turf wars’ happen a lot in 

medicine, I think..... there is a real territorial thing that happens with doctors thinking they own 

patients, strange but...I think there’s a lack of trust, and they want, that they know that a certain 

type of care will be delivered, so it’s a bit of a control thing, and that, yeah, motivated not just 

from needing to be important themselves, but also wanting to ensure that things go a certain 

way…” Q7 (Lee, health professional) 

Finding 2: Supportive of Perinatal Palliative Care  

“I think it’s important that families have choice... I think it’s important that you’re in control, and 

I don’t think you can have professionals telling you what, obviously they need to guide you and to 

some extent..... but you need to feel like you are informed and that you have some sense of 

control...” Q8 (Gabrielle, parent) 

“the team approach..... I couldn’t emphasise that enough, if you don’t have that team approach, 

and for the doctors to say..... ‘look, I don’t know about the question you’re posing’, or this, ‘I’m 

going to refer it and come back to you’, [the obstetrician] being honest and open and up front, I, 

I really appreciated that...” Q9 (Eric, parent) 

“All five of these elements are crucial to comprehensive care in this circumstance, but clearly 

there needs to be an institutional valuing of the fact that a service of this kind should exist within 

it, and then an engagement with what that actually means, in terms of staff resources and time 

and place, all of those things..... very much presenting sort of institutional demonstration that 

they don’t just provide a pregnancy termination service, they also [provide] a pregnancy 

continuation service, in this circumstance, and that would be reflected in a named service, staff 

resourcing, commitment to research into practice, all of those things..... it would need that sort of 

institutional endorsement to bring about the improvement in service ..... that that might be the 

setting in which families really could be given the option of engaging with what does this mean 

for us...” Q10 (Chris, health professional) 

Finding 3: Goodwill 
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“I think it’s difficult.....if you take the sort of medical remit of making things better, and you’ve 

got a situation that’s sort of hopeless in a sense, then the role of the doctors in those situations is, 

you know I think that that hopelessness, helplessness can be a bit infectious...” Q11 (Lee, health 

professional) 

“[the obstetrician] was just amazing, he allowed me to hope…..because if you don’t have hope in 

a pregnancy like that..... you won’t cope” Q12 (Kirsten, parent) 

“And hope is incredibly important.....because there’s always that hope that maybe people have 

screwed up, or interpreted the tests incorrectly, and they’ll be the one in a million where it’s 

wrong” Q13 (Sam, health professional) 

“there weren’t many moments but it was one of those moments where you kind of almost felt 

normal and even though you’re in the NICU, you kind of just block it all out..... well this is us 

bathing our baby and you know, having time with our baby...” Q14 (Bernadette, parent) 

“I’m sure people are providing them with support….. I’m sure nobody just says ‘see you in 3 

months’….. people are doing their very best” Q15 (Sam, health professional) 

“they were always very sensitive, treated our child with respect..... that was lovely..... I can’t 

speak more highly of the way the [hospital] looked after our Chloe, for those two months .....I 

knew that [they] loved her, because they all cried when she (voice cracking) passed away, just 

like us…..they went way beyond the call of duty like, when she passed away, [the funeral 

directors] came to collect her, they even held her hand (voice cracking) as they walked around 

.....that to me means a lot...” Q16 (Charlotte, parent) 

“you could see it, [the neonatologist] was clearly moved himself, he was very teary and I guess, it 

was like our family, or Alexandra’s family….. they’re really the only people who knew her, they, 

they were there grieving with us and then [when] she died..... all the workers came in that 

morning, it was kind of just like an open house, you know, Alexandra was there, in this beautiful 

bassinet that they had made up for her..... the social workers, the pastoral care workers, the 

doctors, the nurses, the people who had cared for her...” Q17 (Bernadette, parent) 

Some quotes have been truncated for ease of reading without altering meaning (…..). An ellipsis 

(…) represents a short pause. 
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