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Introduction and background

The legal age of viability in the UK is currently 24 completed 
weeks’ gestation (Nuffield Council on Bioethics, 2006). Ap-
proximately 60% of infants born alive before 24 completed 
weeks’ gestation will die in the delivery room and a further 
30% will die soon afterwards in the neonatal intensive care 
unit (Costeloe et al, 2000; Vanhaesebrouck et al, 2004). The 
survivors are likely to experience severe morbidity, including 
chronic lung disease, visual defects and cerebral palsy (Mar-
low, 2004). The RCOG ethics committee discussing the ethics 
of prolonging life in the newborn states: ‘Concerns about suf-
fering might lead to a positive argument for resuscitation limits 
…. as many babies … may be suffering from multiple, repeti-
tive and invasive neonatal treatments’ (RCOG, 2005: 3).

The UK has no definitive limits in relation to the initiation of 
resuscitation and treatment of very preterm infants. However, 
the principle of ‘best interests’ holds that any treatment or inter-
vention that might produce suffering must have commensurate 
benefits for the infant (Nuffield Council on Bioethics, 2006). 
In relation to previable infants, the potential outcomes must be 
weighed against the pain and suffering caused by the necessary 
interventions. In many cases, the outcome for the infant will be 
death or severe impairment. In these instances, it is permissible 
for life-sustaining treatment, such as resuscitation, to be with-
held. The Royal College of Paediatrics and Child Health (RCP-
CH) guidelines advise: ‘Withdrawal of life-sustaining treatment 
in appropriate circumstances is not seen by the courts as active 
killing, nor as a breach of the right to life under Article 2 of the 
European Convention of Human Rights’ (RCPCH, 2004: 21). 

Where resuscitation and active treatment are withheld, the 
report of the Nuffield Council on Bioethics (2006) recommends 

that palliative care should be offered. The concept of palliative 
care includes meeting physical needs for warmth, relief of pain, 
hydration and nutrition, as well as providing support to meet 
the psychological, spiritual and social needs of the patient and 
the family (Saunders, 1996). 

Palliative care is a relatively new concept in neonatal care. 
Research into neonatal palliative care so far has focused on 
describing the nature of the care delivered (Moro et al, 2006; 
Kain, 2006; Ramer-Chrasek, 2005), barriers to its provision  
(Kain, 2006) and tabulating the type of care given such as the 
involvement of parents, withholding or withdrawal of care or 
the provision of pain relief, rather than the effectiveness of care 
(Moro et al, 2006). Research into the provision of palliative 
care for neonates focuses on babies who have been admitted to 
neonatal intensive care units, rather than previable babies who 
are being cared for in labour wards (Ramer-Chrasek, 2005; 
Kain, 2006; Moro et al, 2006).

The needs of dying previable babies being cared for on la-
bour wards are not explicitly addressed. Previable babies who 
die on labour wards will be cared for by midwives or neonatal 
nurses without specialist expertise in caring for sick neonates. 
They are unlikely to be monitored so assessment of physiologi-
cal parameters to determine the need for palliative care inter-
ventions, such as pain relief or oxygen is difficult. Previable 
infants are also unlikely to have intravenous access established 
in the labour so the provision of pain relief and nutrition is dif-
ficult to accomplish.

Increasingly, guidelines have been seen as a means of pro-
viding health professionals with evidence-based health care 
for dealing with specific clinical situations (Woolf et al, 1999). 
Guidelines have been developed to inform the care of dying 
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Abstract

Objective. To identify, describe and evaluate published professional guidelines for the care of dying previable babies.
Design. Systematic review and a search of databases including PubMed, MEDLINE and the Cochrane Library.
Setting and sources. Publicly available, English language guidelines for the care of dying previable babies identified through 
a systematic literature search.
Analysis. Applying the Appraisal of Guidelines for Research and Evaluation (AGREE) collaboration instrument to six 
guidlines for the treatment of previable babies.
Results.The analysis demonstrated that the process of guideline development was not carried out in line with best practice as 
recommended by the National Institute for Health and Clinical Excellence (2007). The lack of an evidence base for care was 
not indicated in the guidelines.
Conclusions. Current guidelines for the care of dying previable babies appear to be based on description and opinion, rather 
than evidence. Future guideline developments for this group of vulnerable babies and their families should follow a more 
transparent and systematic process to enable health professionals to deliver effective care.
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previable babies. The purpose of this review, therefore, is to 
identify, explicate and evaluate published guidelines for care 
for the dying previable infant to explore the nature of the evi-
dence cited and assess their fitness for purpose.

Inclusion and exclusion criteria 

For the purpose of the review, guidelines were defined as a state-
ment by or for health professionals that outlined recommenda-
tions for care of dying previable infants. This definition enabled 
the inclusion of policies, protocols and practice standards for the 
care of dying infants born at 24 weeks’ gestation or less. Rec-
ommendations for care might include explicit reference to tasks 
such as providing nutrition or pain relief, or they could include 
generic terms such as ‘comfort care’ (NMC, 2007) ‘compassion-
ate care’ (MacDonald et al, 2002) or ‘palliative care’ (Nuffield 
Council on Bioethics, 2006). The guidelines also had to be in the 
public domain so that they were accessible to practitioners. 

Previous research investigating parental participation in ethical 
decision-making and visiting policies in Europe and Asia demon-
strated that there were significant variations in practice between 
English-speaking and non-English-speaking countries (McHaf-
fie et al, 1999; Partridge et al, 2005). English-speaking countries 
tended to share a common philosophy in respect of ethical frame-
works and parental participation in care. For those reasons, it was 
decided to include only documents produced in English and in-

tended for use in North America, Australia, New Zea-
land and the UK. It was also believed that translating 
guidelines from other languages into English for com-
parison could mean that subtle nuances or taken-for-
granted meanings might be lost or misinterpreted.

The EPICure study in 2000, a population-based 
study of survival and later health status in extreme-
ly premature infants, provided robust information 
about survival rates of babies born at the threshold 
of viability and this may have had an impact on the 
development of guidelines and clinical practice (Cos-
teloe et al, 2000). It was therefore decided to limit the 
search to the period between 2000 and 2007. Guide-
lines developed or published before that date, but 
identified as still being current and informing clinical 
practice would be included in the review.

Guidelines that focused exclusively on the ethical 
or clinical decision-making process about the need for 
resuscitation and care were excluded from the review. 
Guidelines that referred exclusively to the withdrawal 
of care from infants without making specific reference 
to previable infants were also excluded, as the intend-
ed focus of the review was the care of infants of less 
than 24 weeks’ gestation. For example, the report of 
Nuffield Council on Bioethics (2006) was excluded 
from the review as it made general recommendations 
about the need for professionals to agree guidelines for 
palliative care of previable infants, while the guidelines 
produced by the Stillbirth and Neonatal Death Society 
(SANDS) were included because they made specific 
reference to forms of care that health professionals 
should deliver to previable babies who were not to be 
resuscitated (SANDS, 2007).

Search strategy

Assigning key words for the search was problematic as there is 
no agreed terminology to describe babies of less than 24 weeks’ 
gestation. The following terms have all been used to refer to 
babies born at less than 24 weeks’ gestation: ‘very preterm’, 
‘extremely low birthweight’ (Marlow, 2004); ‘threshold of vi-
ability’, ‘extremely preterm’ (MacDonald et al, 2002); ‘non vi-
able’ (Macfarlane et al, 2003); ‘border of viability’, ‘periviable’ 
(Higgins et al, 2005); ‘previable’ (British Association of Perinatal 
Medicine (BAPM), 2000). It was decided to use all the terms 
identified to search relevant databases. The terms were combined 
with ‘guidelines’ using Boolean connectors or by using search 
limits, where available. Some databases also permitted the use of 
further limits. Where additional limits were allowed, those used 
included ‘English language’, ‘human’, and ‘title and abstract’.

The following databases were searched: PubMed, MEDLINE, 
CINAHL, Science Direct, SCOPUS and MIDIRS. The websites 
of professional organisations related to midwifery, obstet-
ric and neonatal nursing, paediatrics and gynaecology from 
North America, New Zealand, Australia and the UK were also 
searched as were the following guideline collections: National 
Library of Guidelines, Scottish Intercollegiate Guidelines Net-
work, National Institute for Health and Clinical Excellence 
(NICE) and the National Guideline Clearinghouse. Midwifery 

Table 1. Total number of guidelines retrieved, showing those included 
and excluded from each source

Source
Total 

number 
papers 

retrieved

Papers 
identi-
fied as 

potentially 
eligible

Number 
excluded 

after 
scrutiny

Guidelines 
meeting all 
inclusion 

criteria and 
included in 

review

PubMed 25 4 3 1

MEDLINE 17 2 2 0

CINAHL 328 4 4 0

Science Direct 128 0 0 0

SCOPUS 0 0 0 0

MIDIRS 250 4 4 0

Professional 
organisations 16 15 11 4

National Library 
of Guidelines 3 1 1 0

National Guide-
line Clearing-
house

1 1 1 0

Scottish Intercol-
legiate Guide-
lines Network

0 0 0 0

NICE 0 0 0 0

Online discus-
sion groups 1 1 0 1
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online discussion groups and a perinatal network were con-
tacted to ensure that guidelines not appearing in national col-
lections or in the public domain were included.

Titles and abstracts were scrutinised. Where these indicated 
that the paper met the inclusion criteria, or if the title or ab-
stract was ambiguous, the full guideline was obtained. The 
websites of professional organisations had search facilities, but 
these were not specific enough to enable the identification of 
guidelines referring to the care of dying previable babies. This 
meant that each website was hand-searched, with all potential-
ly relevant documents being downloaded and scrutinised. Ref-
erence lists (where available) were also examined for relevant 
guidelines. Guidelines that were excluded from the review were 
checked by three reviewers to ensure rigour in the final selec-
tion of guidelines for the review. 

Table 1 shows the total number of guidelines retrieved, exclu-
sions and inclusions. The majority of papers excluded from the 
study focused on ethical decision-making in relation to the provi-

sion of resuscitation and ongoing support in the 
case of previable birth; and those that focused on 
withdrawal of care without making specific refer-
ence to the care of previable babies. Some guide-
lines were retrieved from multiple sources. Where 
this occurred, the guideline was attributed to the 
first source and then excluded from later searches.

A total of six guidelines were identified (see Table 
1). Of the six guidelines retrieved, four were from 
the UK (SANDS, 2007; Thames Regional Perina-
tal Group, 2000; BAPM, 2000; NMC, 2007). The 
remaining two guidelines were from North Amer-
ica (MacDonald et al, 2002; Canadian Paediatric 
Society, 1994). No guidelines from Australia were 
identified. Five guidelines were available on the 
internet. The guidelines for professionals devel-
oped by SANDS were available to buy at a cost 
of £16.99. It was decided by the review group that 
the guidelines still met the criteria of being in the 
public domain and so they were included.

Analysis

To undertake the critical analysis of the guidelines, 
the research team used the Appraisal of Guidelines 
for Research and Evaluation (AGREE) instru-
ment (AGREE Collaboration, 2001). This tool has 
been developed and validated for the evaluation of 
clinical guidelines (AGREE Collaboration Writing 
Group, 2003). The AGREE instrument provides 
a structure to assess the quality of the process of 
guideline development and the quality of the rec-
ommendations. However, it is unable to assess the 
impact on outcomes. 

The AGREE instrument consists of 23 ques-
tions organised into six domains (see Table 2). 
The domains address different aspects of guide-
line quality (AGREE Collaboration, 2001). 
Each item has a four-point scale that ranges 
from strongly agree to strongly disagree, with 
two mid-point scores. Each item also has accom-

panying explanatory notes to enable the appraiser to clarify 
the meaning behind the questions. It is recommended that each 
guideline is appraised by a minimum of two people using the 
instrument. For maximum reliability, four appraisers are rec-
ommended. For this evaluation, four appraisers participated.

Three appraisers were associated with a doctoral project eval-
uating ritual processes in the care provision for dying previable 
babies. Of these three, one is a midwifery academic with experi-
ence of caring for neonates; one is a professor of family health 
with a special interest in child protection; and the third is an 
anthropologist who also trained as a nurse. The fourth appraiser 
was a nurse academic with expertise in neonatal intensive care.

Before undertaking the analysis of the guidelines, the AGREE 
tool was piloted with a group of students undertaking doctoral 
programmes of research in the College of Medicine, Dentistry 
and Nursing at the School of Nursing and Midwifery. As a result 
of carrying out the pilot analysis, it was established that only the 
part of the guideline relating to the care of the dying previable 

Table 2. Appraisal of Guidelines for Research and Evaluation Domains (AGREE) 
instrument (AGREE, 2001), showing those included and excluded from each source

 Domain Questions

Scope and 
purpose

The overall objectives of the guidelines are specifically 
described.
The clinical questions covered by the guidelines are 
specifically described.
The patients to whom the guideline is meant to apply 
are specifically described.

Stakeholder 
involvement

The guideline development group includes individuals 
from all the relevant professional groups.
The patients views and preferences have been sought.
The target users of the guidelines are clearly defined.
The guideline has been piloted among target users.

Rigour of 
development

Systematic methods were used to search for evidence.
The criteria for selecting the evidence are clearly 
described.
The methods used for formulating the recommendations 
are clearly described.
The health benefits, side-effects and risks have been 
considered in formulating the recommendations.
There is an explicit link between the recommendations 
and the supporting evidence.
The guideline has been externally reviewed by experts 
prior to its publication.
A procedure for updating the guideline is provided.

Clarity and 
presentation

The recommendations are specific and unambiguous.
The different options for management of the condition 
are clearly presented.
Key recommendations are easily identifiable.
The guideline is supported with tools for application.

Applicability

The potential organisational barriers in applying 
the recommendations have been discussed.
The potential cost implications of applying the 
recommendations have been considered.
The guideline presents key review criteria for 
monitoring and/or audit purposes.

Editorial 
independence The guideline is independent from the funding body.
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baby should be evaluated. Most of the guidelines had embedded 
this information in the wider framework addressing decision-
making and care of babies who were to be resuscitated. From 
the pilot, it was clear that there were potentially significant dif-
ferences in the way the different outcomes were considered and 
analysing the guideline as a whole would lead to skewing of the 
results related to the care of dying previable babies. 

For example, several guidelines addressed the needs of previ-
able infants who were to be resuscitated and provided recom-
mendations based on randomised controlled trials (MacDon-
ald et al, 2002; Canadian Paediatric Society, 1994). Where 
there was a lack of evidence in relation to specific approaches 
to care, this ambiguity was clearly acknowledged (MacDon-
ald et al, 2002; Canadian Paediatric Society, 1994). The sec-
tion on caring for dying previable babies, however, would not 
acknowledge the evidence base (or lack of it). The reviewers 
decided that it was important that the section on caring for 
dying previable babies should stand on its own in order to be 
reviewed in each of the guidelines.

Findings

To facilitate evaluation and comparison of the guidelines, 
the findings are presented using the domains specified in the 
AGREE instrument. Table 3 shows the percentage scores for 
each domain for the guidelines. The percentage scores are ob-
tained using the formula advised by the AGREE Collaborative 
Group to obtain a standardised domain score. To evaluate a 
guideline using the instrument, the score for each domain is 
added up and scored as a percentage. This is not particularly 
helpful to the reader in understanding the relationship between 
the percentage scores and the way in which they were scored by 
the individual appraisers. In this study, a domain score of less 
than 40% was obtained where at least two appraisers awarded 
scores of two or less (disagree or strongly disagree) for each 
question in the domain. A score of 50% or more was obtained 
where at least two appraisers awarded scores of three or more 
(agree or strongly agree) to each question in the domain. 

The AGREE Collaboration suggests that domain scores should 
not be aggregated and that it is impossible to set scores against 

a threshold score for ‘good’ or 
‘bad’ guidelines (AGREE Col-
laboration, 2001). Instead, it is 
recommended that the apprais-
er makes an overall judgement 
about the quality of the guideline 
at the end of the assessment. 

Scope and purpose
NICE recommends that guide-
lines should have specific 
aims and objectives and the 
expected health benefits or 
outcomes should be identified 
(NICE, 2007). The popula-
tion for whom the guideline is 
intended should also be speci-
fied to enhance the use of the 
guideline (NICE, 2007). This 

information assists health professionals when searching for rel-
evant guidelines.

Five guidelines indicated that the previable baby was the focus 
of the guideline (MacDonald et al, 2002; NMC, 2007; Thames 
Regional Perinatal Group, 2006; BAPM, 1994; SANDS, 2007). 
One guideline referred to the woman as the focus of care (Cana-
dian Paediatric Society, 1994). The lack of focus in the guideline 
title could mislead professionals when searching for information.

Stakeholder involvement
In developing a guideline for clinical practice, it is essential that 
those involved have the relevant expertise (Woolf et al, 1999). 
The guideline development group should also reflect the range 
of disciplines using it. In evidence-based care, the experiences 
and expectations of healthcare consumers should be taken 
into account when developing the guidelines and the process 
should be included in the final guideline (van Wersch and Ec-
cles, 2001; NICE, 2008). It is recommended that the guideline 
should make explicit reference to the target users. If the target 
audience is not specified in the guideline, then it is possible that 
potential users may not be aware of the relevance of the guide-
line to their practice. The guideline should be piloted or tested 
with relevant user-groups as part of the development process 
and this should be recorded in the published guideline (AGREE 
Collaboration, 2001).

Three guidelines indicated that they had been prepared on 
behalf of an organisation or committee, but no further infor-
mation was given about the individuals who participated in the 
development process (BAPM, 2000; NMC, 2007; Thames Re-
gional Perinatal Group, 2000). Three guidelines gave details of 
professional employment details or professional qualifications 
(MacDonald et al, 2002; Canadian Paediatric Society, 1994; 
SANDS, 2007). One guideline included details of professionals 
and parents who had been involved in the guideline develop-
ment (SANDS, 2007). While this guideline did indicate that 
parent experience had informed the development of the guide-
line, there was no information about the representativeness of 
the group and how the parents had been recruited. 

Two guidelines provided explicit information about the 

Domain
question SANDS

Thames 
Regional 
Perinatal 
Group

British 
Association 
of Perinatal 
Medicine

American 
Academy 

of 
Pediatrics

Canadian 
Paediatric 

Society
NMC

Scope and 
purpose 47.2% 50% 38.8% 61% 55% 38.8%

Stakeholder 
involvement 68.75% 22.9% 12.5% 16.6% 22.9% 22.9%

Rigour of 
development 26.1% 10.7% 1.19% 21.4% 20.2% 30.9%

Clarity and 
presentation 39.5% 2.08% 2.08% 14.58% 10.4% 18.75%

Applicability 19.45% 8.33% 0% 0% 5.5% 0%

Editorial in-
dependence 12.5% 12.5% 12.5% 12.5% 20.8% 25%

Table 3. Application of the AGREE instrument to guidelines* 

*A domain score of less than 40% was obtained where at least two appraisers awarded scores of 2 or less (disagree or strongly disagree) for each question in the 
domain. A score of 50% or more was obtained where at least  two appraisers awarded scores of 3 or more (agree or strongly agree) to each question in the domain 
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nature of the guideline and the target audience (Canadian Pae-
diatric Society, 1994; MacDonald et al, 2002). Midwives and 
nurses are likely to be the main providers of care to the dying 
previable baby. One guideline mentioned this group by name 
as target users (NMC, 2007). Generic terms such as ‘clinicians’ 
and ‘other members of the healthcare team’ were used by guide-
lines (Thames Regional Perinatal Group, 2000; MacDonald et 
al, 2002; Canadian Paediatric Society, 1994). One guideline 
provided no information about the specific target group for the 
guideline, but did refer to ‘obstetricians, paediatricians, mid-
wives, nurses and other supporting professionals’ in the text 
(BAPM, 2000).

Rigour of development
Guidelines should be based on the best available evidence to ena-
ble practitioners to deliver care that is safe and effective. A guide-
line can only be as good as the evidence that informs its develop-
ment. For that reason, the process of gathering and analysing 
the evidence and formulating the recommendations should be 
included in the guidelines. It is also considered good practice to 
submit guidelines to peer review before publication. The AGREE 
collaboration suggests that this should include people with ap-
propriate professional and methodological expertise (AGREE 
Collaboration, 2001). Some guidelines may be reviewed by con-
sumer representatives at this stage in their development. Since 
guidelines need to be informed by current evidence in order to be 
effective, it is considered to be good practice to include informa-
tion about the updating process or including a review date in the 
guidelines (AGREE Collaboration, 2001). 

None of the guidelines provided information about search 
strategies or inclusion and exclusion criteria. One guideline was 
unsupported by any references (BAPM, 2000). This guideline, 
however, was cited as ‘evidence’ by another guideline (NMC, 
2007). It was not clear how the references to support the rec-
ommendations had been selected in the remaining guidelines. 
An explicit link between the recommendations and the sup-
porting references was missing in all of the guidelines. None 
of the guidelines provided any critique of the cited evidence 
relating to the care of dying previable babies or an indication 
of the quality of the evidence. 

One guideline stated that external reviewers had been con-
sulted and listed them in the guideline; however, no informa-
tion was given as to the appraisal process (SANDS, 2007). 
One guideline was in the process of being reviewed (Canadian 
Paediatric Society, 1994). Another guideline indicated a review 
date (MacDonald et al, 2002). None of the remaining guide-
lines provided information about updating procedures.

Guidelines and recommendations usually come with an as-
sessment of health benefits and risks, and balance these against 
the potential costs. The guideline produced by SANDS (2007) 
did make explicit the potential health benefits to society in en-
suring the wellbeing and recovery of parents after the death of 
a previable baby. However, the potential risks associated with 
the approach – the distress parents might feel at holding their 
baby when treatment was futile was not addressed. The poten-
tial costs of having to provide skilled support over a period of 
time to enable parents to interact with their dying baby was not 
addressed in any of the guidelines.

Clarity and presentation
This domain considers the way in which the options for care 
are presented and the dissemination and implementation strat-
egy. It is suggested that the recommendations should be stated 
clearly and be easy to find. The guidelines should be precise 
about specific management approaches and determined by the 
body of evidence. If there is uncertainty about management 
then this should be reflected in the guideline (AGREE Collabo-
ration, 2001). This domain also covers the dissemination and 
implementation strategy for the guidelines.

In the previous section, it was shown that the evidence base for 
the guidelines was poor. This made it difficult for the guidelines 
to be specific about the potential ways of managing care. The 
way in which care was described was vague and unlikely to be 
helpful to practitioners, for example, ‘the use of opiates to pro-
vide a comfortable and dignified death may be entirely appro-
priate’ (Thames Regional Perinatal Group, 2000). The guideline 
does not give any indication of how the need for opiates would 
be assessed, the dose and the possible routes of administration. 

The recommendations for the care of the dying previable 
baby were embedded in guidelines and were difficult to isolate 
(NMC, 2007; Thames Regional Perinatal Group, 2000; Mac-
Donald et al, 2002; BAPM, 2000; Canadian Paediatric Society, 
1994). One guideline had an identified chapter on late preg-
nancy loss and the care of the dying previable baby was given 
a heading that enabled it to be isolated from other information 
in the chapter (SANDS, 2007).

Two guidelines had been published in journals read by a 
range of professionals (MacDonald et al, 2002; Canadian Pae-
diatric Society, 1994). One guideline was distributed to key us-
ers (NMC, 2007). The remaining guidelines were available on 
a specialist website (Thames Regional Perinatal Group, 2000; 
BAPM, 2000). Only one guideline came with clear recommen-
dations and suggestions for dissemination (SANDS, 2007).

Applicability
Applying the guideline recommendations may require addi-
tional resources or changes in practice. This domain assesses 
the extent to which the barriers to implementation have been 
addressed and how adherence to the recommendations can be 
assessed. This was missing from five guidelines. One guideline 
identified the need for staff training to implement the recom-
mendations and criteria for review (SANDS, 2007). None of 
the guidelines discussed possible audit or review criteria to as-
sess how the guideline for the care of the dying previable baby 
was being used in practice.

Editorial independence
This domain refers to the need to make explicit the relationship 
between funders and the guideline development process. It also 
relates to potential conflicts of interests experienced by members 
of the development group. The AGREE evaluation tool recom-
mends that there should be an explicit statement relating to po-
tential conflicts of interest (AGREE Collaboration, 2001).

None of the guidelines had explicit statements relating to 
the interests of the guideline developers or funding. One guide-
line was developed by a charity who then offered it for sale 
(SANDS, 2007). It was recognised by the reviewers that the 
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current focus on perinatal loss came about because of the work 
carried out by consumer groups and their prominent use of 
their logo could be regarded as an explicit statement about 
their ‘interest’ in the guidelines.

Overall assessment of guidelines
The AGREE evaluation tool suggests that there should be an 
overall assessment of the quality of the guideline based on 
scores achieved for each of the domains and the judgement of 
the appraiser (AGREE Collaboration, 2001). Four options are 
available: ‘strongly recommend’, ‘recommend with provisos or 
alterations’, ‘would not recommend’ and ‘unsure’.

The overall assessment for all six of the guidelines from each 
reviewer was ‘would not recommend’. The main reason ex-
pressed for this judgement was the lack of rigour in the devel-
opment of the guidelines that then impacted on the validity of 
the recommendations for care.

Discussion

The search strategy used for this review was able to detect cur-
rent guidelines for the care of the dying previable baby pro-
duced in the UK and North America. While there has been 
extensive debate around the ethics of resuscitation policies for 
previable babies and outcomes of care, very little work has 
been undertaken to assess the quality of the guidelines for care 
when resuscitation is withheld (Boyle et al, 2004; Lucey et al, 
2004; Janvier and Barrington, 2005). 

The evidence base for guidelines is considered to be crucial 
in determining the validity of the guideline and its credibility 
for use by health professionals and consumers. Guidelines re-
lating to other aspects of neonatal care such as resuscitation, 
and treatment modalities, such as neonatal surfactant therapy, 
follow the agreed convention of listing evidence and assessing 
it according to hierarchies of evidence (Penney  and Cameron, 
2004; Canadian Paediatric Society, 2005). However, the guide-
lines relating to the care of the dying previable baby were de-
scriptive with no direct link between the recommendations and 
evidence. In particular, the lack of an evidence base to support 
the recommendations was not acknowledged. The fact that an 
evidence base to support care is missing could be an important 
starting point for further research.

Providing palliative care is a complex activity. It requires a 
multidisciplinary team that includes specialist nurses and doc-
tors, counsellors and often voluntary organisations, such as 
hospices (Ramer-Chrastek, 2005). The situation in relation to 
palliative care provision in previable babies is more problematic. 
The baby may live from a few minutes to a few hours. The issue 
of identifying and relieving pain in the preterm infant is difficult, 
as the infant is unable to vocalise and immature muscle activity 
reduces physical responses to pain and discomfort. Neonatal as-
sessment scales are available, but they require intensive training 
to use and their reliability in assessing the needs of dying previ-
able infants has not been tested (Westrup, 2007). 

Guidelines and algorithms are designed to assist practition-
ers in decision-making. Examples of these include resuscitation 
algorithms (Resuscitation Council UK, 2005) and guidelines for 
decision-making around the mode of birth after a previous caesar-
ean section (Montgomery et al, 2007). However, decision-making 

around providing care for dying previable infants can be fraught 
with emotionally difficult choices as staff try to achieve the ideal of 
creating a ‘good death’ for the infant and lasting memories for the 
parents. It may be difficult for guidelines that adopt a linear for-
mat to portray the complicated processes that health professionals 
must negotiate in order to provide effective care. 

Caring for dying previable babies is a difficult area to re-
search. There are ethical issues around recruitment of parents 
and babies at a critical time, where there may be limited op-
portunity for the parents to reflect on their involvement in the 
study. Parents may feel strongly about certain aspects of care 
such as holding or dressing the baby so a trial-based approach 
would be inappropriate (Rådestad et al, 2008). Guidelines 
should make explicit the lack of evidence base for their recom-
mendations. It enables staff to exercise caution when imple-
menting the guidelines and may help stimulate further research 
into areas such as pain relief and parental support. 

The AGREE evaluation instrument is a relatively new tool 
by which to assess guideline quality. Its use requires practice 
both in terms of familiarisation with the domain criteria and its 
application to guidelines to ensure consistency of use between 
reviewers. Although the tool was used for a very specific set of 
guidelines, the questions posed by the tool were of a generic 
nature and could be applied to almost any guideline. However, 
it is important at the outset to agree on certain parameters, for 
example, how stakeholders are defined. Rigorous pre-applica-
tion briefings and piloting before using the tool might enhance 
the reliability of it. Alternatively, a consensus-based approach 
to its application could be used.

The application of the tool does not take into account the 
range of scores between the appraisers, but combines all the 
scores to obtain an ‘aggregate’ score. The method of scoring 
does not allow for ‘deviations’ to be calculated and this is a po-
tential weakness of it. In this particular assessment where there 
were low scoring domains, there was good agreement. How-
ever, there were variations between assessors in the domains 
that achieved higher scores. The reason for this was unclear 
and requires further investigation to explore different under-
standings of the application of the AGREE tool. 

Having assessed six guidelines using the AGREE tool, the 
main advantages of it appear to lie in the provision of specific 
criteria for the review and a scoring system that enabled a value 
to be placed on the individual domains by reviewers. This makes 
it possible for the domains to be compared across several guide-
lines and it also enables ‘weak’ or ‘strong’ areas of the guide-
line to be identified readily. The value of the percentage scoring 
system is less obvious and  the authors would recommend that 
further work is done to evaluate the reliability of the numerical 
score against a qualitative score, for example, ‘poor’ or ‘good’. 

Conclusion

The guidelines included in this review were available in the 
public domain to inform the care given to dying previable ba-
bies. The review cannot determine if the care actually delivered 
in practice follows the recommendations. What has been estab-
lished is that the process for developing the guidelines for dy-
ing previable babies lacks a systematic approach and appears 
to be based on description and opinion, rather than evidence. 
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Future guideline development should be based on the princi-
ples proposed by NICE (2007) as this embraces the concept of 
transparency and rigour. The use of the approach adopted by 
NICE could help identify where evidence currently exists and 

could direct future research into providing care for this group 
of vulnerable babies and their families. The use of the AGREE 
instrument requires further work to explore its reliability and 
validity as a tool to evaluate guidelines.

AGREE Collaboration. (2001) Appraisal of guidelines for research and evaluation. 

See: www.agreecollaboration.org/instrument (accessed 24 November 2008).

AGREE Collaboration. Writing Group: Cluzeau FA, Burgers JS, Brouwers M, Grol R, 

Mäkelä M, Littlejohns P, Grimshaw J, Hunt C. (2003) Development and valida-

tion of an international appraisal instrument for assessing the quality of clinical 

practice guidelines: the AGREE project. Quality and Safety in Health Care 12(1): 

18-23.

Boyle RJ, Salter R, Arnander MW. (2004) Ethics of refusing parental requests to 

withhold or withdraw treatment from their premature baby. Journal of Medical 

Ethics 30: 402-5.

British Association of Perinatal Medicine. (2000) Fetuses and newborn infants at the 

threshold of viabilty a framework for practice. See: www.bapm.org/media/docu-

ments/publications/threshold.pdf (accessed 24 November 2008).

Canadian Paediatric Society. (1994) Management of the woman with threatened 

birth of an infant of extremely low gestational age. Canadian Medical Association 

Journal 151(5): 547-51, 553.

Canadian Paediatric Society. (2005) Recommendations for neonatal surfactant 

therapy. Paediatrics and Child Health 10(2): 109-16.

Costeloe K, Hennessy E, Gibson AT, Marlow N, Wilkinson AR, EPICure Study 

Group. (2000) The EPICure study: outcomes to discharge from hospital for 

babies born at the threshold of viability. Pediatrics 106: 659-71.

Higgins RD, Delivoria-Papadopoulos M, Raju TNK. (2005) Executive summary of 

the workshop on the border of viability. Pediatrics 115: 1392-6.

Janvier A, Barrington KJ. (2005) The ethics of neonatal resuscitation at the margins of 

viability: informed consent and outcomes. Journal of Pediatrics 5: 579-85.

Kain VJ. (2006) Palliative care delivery in the NICU: what barriers do neonatal nurses 

face? Neonatal Network 25(6): 387-92. 

Lucey JF, Rowan CA, Shiono P, Wilkinson AR, Kilpatrick S, Payne NR, Horbar J, 

Carpenter J, Rogowski J, Soll RF. (2004) Fetal infants: the fate of 4172 infants 

with birthweights of 401 to 500 grams – The Vermont Oxford network experi-

ence (1996 to 2004). Pediatrics 113: 1559-6.

MacDonald H, Committee for the Fetus and Newborn. (2002) Perinatal care at the 

threshold of viability. Pediatrics 110(5): 1024-7.

Macfarlane PI, Wood S, Bennett J. (2003) Non-viable delivery at 20 to 23 weeks’ ges-

tation: observations and signs of life after birth. Archives of Disease in Childhood 

Fetal and Neonatal Edition 88: F199-202.

McHaffie H, Cuttini M, Brolz-Voit G, Randag L, Mousty R, Duguet AM, Wenner-

gren B, Benciolini P. (1999) Withholding/withdrawing treatment from neonates: 

legislation and official guidelines across Europe. Journal of Medical Ethics 25(6): 

440-6.

Marlow N. (2004) Neurocognitive outcome after very preterm birth. Archives of 

Disease in Childhood Fetal and Neonatal Edition 89(3): F224-8.

Montgomery A, Emmett CL, Fahey T, Jones C, Ricketts I, Patel RR, Peters TJ, 

Murphy DJ. (2007) Two decision aids for mode of delivery among women with 

previous caesarean section: randomised controlled trial. British Medical Journal 

334(7607): 1305-12.

Moro T, Kavanaugh K, Okuno-Jones S, Vankleef JA. (2006) Neonatal end of life care: 

a review of the research literature. Journal of Perinatal and Neonatal Nursing 

20(3): 262-73.

National Institute for Health and Clinical Excellence. (2007) The guidelines manual. 

See: www.nice.org.uk/niceMedia/pdf/GuidelinesManualChapter13.pdf (accessed 

9 April 2008).

National Institute for Health and Clinical Excellence. (2008) Patient and public 

involvement policy. See: www.nice.org.uk/getinvolved/patientandpublicinvolve-

ment/patientandpublicinvolvementpolicy/patient_and_public_involvement_policy.

jsp (accessed 9 April 2008).

Nuffield Council on Bioethics. (2006) Critical care decisions in fetal and neonatal 

medicine: ethical issues. Nuffield Council on Bioethics: London.

NMC. (2007) The care of babies born alive at the threshold of viability 03/ NMC 

circular. NMC: London.

Partridge JC, Martinez AM, Nishida H, Boo N, Tan KW, Yeung C, Lu J,Yu VYH. 

(2005) International comparison of care for very low birthweight infants: parents’ 

perceptions of counselling and decision-making. Pediatrics 116(2): e263-71.

Penney GC, Cameron MJ. (2004) Antenatal corticosteroids to prevent respiratory 

distress syndrome: guideline no 7. RCOG: London.

Rådestad P, Surkan PJ, Steineck G, Cnattingius S, Onelöv E, Dickman PW. (2008) 

Long-term outcomes for mothers who have or have not held their stillborn baby. 

Midwifery (In press).

Ramer-Chrastek J. (2005) A perinatal hospice for an unborn child with a life limiting 

condition. International Journal of Palliative Care 11(6): 274-6.

Resuscitation Council (UK). (2005) The resuscitation guidelines. See: www.resus.org.

uk/siteindx.htm (accessed 7 April 2008).

RCOG. (2005) Response of the Ethics Committee of the Royal College of Obstetri-

cians and Gynaecologists to Nuffield Council on Bioethics Consultation Docu-

ment. The ethics of prolonging life in the fetus and newborn. See: http://weblearn.

ox.ac.uk/site/conted/biosci/ethicsbiosci/eb_content/ReadingGuides/RCOGRespon-

seToNuffieldConsultation.pdf (accessed 26 November 2008).

Royal College of Paediatrics and Child Health. (2004). Withholding or withdraw-

ing life-saving treatment in children: a framework for practice (second edition). 

RCPCH: London.

Stillbirth and Neonatal Death Society. (2007) Pregnancy loss and the death of a baby: 

guidelines for professionals 3E. SANDS: London.

Saunders C. (1996) A personal therapeutic journey. British Medical Journal 

313(7072): 1599-601.

Thames Regional Perinatal Group. (2000) Guidelines relating to the birth of ex-

tremely immature babies 22 to 26 weeks’ gestation. See: www.bapm.org/media/

documents/publications/immature.pdf (accessed 24 November 2008).

van Wersch A, Eccles M. (2001) Involvement of consumers in the development 

of evidence-based clinical guidelines: practical experiences from the North of 

England evidence-based guideline development programme. Quality and Safety in 

Health Care 10:10-6.

Vanhaesebrouck P, Allegaert K, Bottu J, Debauche C, Devlieger H, Docx M, Francois 

A, Haumont D, Lombet J, Rigo J, Smets K, Vanherreweeghe I, van Overmeire B, 

Van Reempts P. (2004) The EPIBEL study: outcomes to discharge from hospital 

for extremely preterm infants in Belgium. Pediatrics 114(3): 663-75.

Westrup B. (2007) Newborn individualized developmental care and assessment 

program (NIDCAP) – family-centered developmentally supportive care. Early Hu-

man Development 83(7): 443-9.

Woolf SH, Grol R, Hutchinson A, Eccles M, Grimshaw J. (1999) Potential benefits, 

limitations and harms of clinical guidelines. British Medical Journal 218: 527-30.

  References

142 © 2008 The Royal College of Midwives. Evidence Based Midwifery 6(4): 136-142

136-142_ebm_cameron.indd   142136-142_ebm_cameron.indd   142 28/11/08   14:08:2428/11/08   14:08:24


