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Involving and supporting parents and 
carers 
This evidence report contains information on 3 reviews relating to involving and supporting 
parents and carers. 

¶ Review question 6.1 What parent and carer involvement is effective in the care of preterm 
babies who are receiving respiratory support? 

¶ Review question 6.2 What support is valued by parents and carers of preterm babies 
requiring respiratory support? 

¶ Review question 6.3 What information, and in what format, is valued by parents and 
carers of preterm babies who are receiving respiratory support on the neonatal unit? 
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Review question 6.1 What parent and carer involvement is 
effective in the care of preterm babies who are receiving 
respiratory support? 

Introduction 

Preterm babies receiving respiratory support on a neonatal unit, particularly over a prolonged 
period, require attention to their ongoing developmental needs. While high-quality medical 
management and the use of specialised equipment is important for mortality and morbidity, 
these can also be influenced by the way in which the baby is cared for ex-utero. Attention to 
positioning, opportunities for contact, particularly skin to skin holding, appropriate 
progression of feeding and interaction all contribute to optimum neurodevelopmental 
outcomes. Parents are their babyôs best advocates and carers, a fact that is recognised by 
the growing implementation of programmes and philosophies of care such as the Newborn 
Individualised Developmental Care and Assessment Programme (NIDCAP®) and Family 
Integrated Care (FIC).  Staff training and education in behavioural cues is also necessary in 
order to support parents and optimise the effectiveness of their involvement in their babyôs 
care, including maximising opportunities for interaction. 

This review aims to explore the effectiveness of parent and carer involvement in the care of 
preterm babies who are receiving respiratory support and aims to identify which types of 
involvement can have a positive effect on factors such as length of stay, oxygen dependency 
and neurodevelopmental outcomes. 

Summary of the protocol 

See Table 1 for a summary of the population, intervention, comparison and outcome (PICO) 
characteristics of this review.  

Table 1: Summary of the protocol (PICO table) 

Population 
Preterm babies receiving respiratory support: 

Exclusions: 

¶ Preterm babies with any congenital abnormalities except patent 
ductus arteriosus 

¶ Preterm babies who are ventilated solely due to a specific non-
respiratory comorbidity, such as sepsis, necrotising enterocolitis, 
neurological disorders 

 

Intervention Parent carer involvement:  

¶ Kangaroo care 

¶ Skin to skin 

¶ Early parent/carer interaction 

o positive touch 

o comfort holding 

o non-nutritive sucking 

¶ Family integrated care 

¶ NIDCAP®  

¶  Verbal interaction: 

o reading 

o singing to babies 
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o talking to babies 

¶ Involvement of parents/carers early on in feeding, including:  

o Tube feeding 

o Bottle feeding 

o Expressing 

o Breastfeeding 

¶ Specially trained healthcare professionals guiding parents/carers on 
their involvement in the care of their preterm babies 

Comparison Intervention versus conventional care 

Outcomes Critical outcomes: 

¶ Days in hospital during initial admission 

¶ Bronchopulmonary dysplasia (oxygen dependency at 36 weeks post 
menstrual age or 28 days of age) 

¶ Neurodevelopmental outcomes at Ó18 months: 

o Cerebral palsy (reported as presence or absence of condition, not 
severity of condition) 

o Neurodevelopmental delay (reported as dichotomous outcomes, not 
continuous outcomes such as mean change in score) 

- Severe (score of >2 SDs below normal on validated assessment 
scales, or on Bayley assessment scale of mental developmental 
index (MDI) or psychomotor developmental index (PDI) <70 or 
complete inability to assign score due to CP or severe cognitive 
delay) 

- Moderate (score of 1-2 SDs below normal on validated assessment 
scales, or on Bayley assessment scale of MDI or PDI 70-84) 

o Neurosensory impairment (reported as presence or absence of 
condition) 

- Severe hearing impairment (for example, deaf) 

- Severe visual impairment (for example, blind) 

 

Important outcomes: 

¶ Number of episodes of confirmed or suspected sepsis during initial 
hospitalisation 

¶ Mortality prior to discharge 

¶ Infant growth defined as changes in z scores at 3, 6, 12 and 24 months 
of age: 

o Weight 

o Height 

o Head circumference 

¶ Parent/carer satisfaction using validated scales 

CP: cerebral palsy; MDI: mental development index; PDI: psychomotor developmental index; RCT: 
randomised controlled trial; SD: standard deviation; NIDCAP®: Newborn Individualised Developmental Care 
and Assessment Programme 

For full details see review protocol in appendix A. 

Clinical evidence 

Included studies 

Sixteen publications of randomised controlled trials (RCTs) were included in this review (Als 
1994, Als 2003, Als 2004, Buehler 1995, Fleisher 1995, Harding 2014, Maguire 2009a, 
Maguire 2009b, McAnulty 2010, McAnulty 2009, OôBrien 2018, Peters 2009, Roberts 2000, 
Rojas 2003, Westrup 2000, Westrup 2004). 
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One was a multicentre international study (OôBrien 2018), 9 were performed in the USA (Als 
1994, Als 2003, Als 2004, Buehler 1995, Fleisher 1995, Harding 2014, McAnulty 2010, 
McAnulty 2009, Rojas 2003), 2 in Sweden (Westrup 2000, Westrup 2004), 2 in the 
Netherlands (Maguire 2009a, Maguire 2009b), 1 in Canada (Peters 2009) and 1 in the UK 
(Roberts 2000).  

Two RCTs examined kangaroo care and skin to skin contact compared to conventional 
cuddling and traditional holding (Roberts 2000 and Rojas 2003). 

One RCT examined non-nutritive sucking prior to and at onset of nasogastric tube feeding 
compared to no non-nutritive sucking intervention (Harding 2014). 

One cluster RCT examined Family Integrated Care (FIC) compared to standard neonatal 
intensive care unit care (OôBrien 2018) 

The remaining publications were RCTs (Als 1994, Als 2003, Als 2004, Buehler 1995, 
Fleisher 1995, Maguire 2009a, Maguire 2009b, Peters 2009, Westrup 2000, Westrup 2004), 
follow up studies at longer follow up periods (Als 1994 [McAnulty 2010]; Maguire 2009a 
[Maguire 2009b]) or secondary publications of additional outcomes from previously published 
data (Als 1994 and 2003 [McAnulty 2009]) that examined NIDCAP® compared to standard 
neonatal intensive care unit care.  

There was no RCT or cohort study evidence for positive touch, comfort holding, verbal 
interaction, early feeding involvement or guided participation.   

Most of the included studies reported length of hospital stay for the initial admission and 
some also reported bronchopulmonary dysplasia (BPD), neurodevelopmental and 
neurosensory outcomes, sepsis and Mortality prior to discharge. None of the included 
studies reported parent/carer satisfaction outcomes. 

See literature search strategy in appendix B and the study selection flow chart in appendix C. 

Excluded studies 

Studies not included in this review, and their reasons for exclusion, are provided in appendix 
K 

Summary of clinical studies included in the evidence review 

Table 2 provides a brief summary of the included studies. 

Table 2: Summary of included studies 

Study 

Population Intervention/ 

Comparison Outcomes 

Comments 

Als 2004 

 

USA  

  

RCT  

N= 30 

 

Infants of 28+4 
weeks to 33+3 
GA at birth  

NIDCAP® 
versus 
Standard Care 

 

Follow up at 2 
weeks and 9 
months 
corrected age 

¶ Days in hospital 
duration initial 
admission  

¶ BPD 

=<72 hours of 
respiratory 
support 
(ventilation or 
CPAP) and 
vasopressor 
medication 

 

Infants were 
healthier than 
in other Als 
studies 
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Study 

Population Intervention/ 

Comparison Outcomes 

Comments 

Als 2003  

 

USA  

 

RCT 

N= 92 

 

Infants with 
birth weight < 
1250g and 
GA at birth < 
28 weeks who 
had received 
mechanical 
ventilation 
starting within 
the first 3 
hours after 
birth  

(which had 
lasted longer 
than 24 hours 
in the first 48 
hours 

NIDCAP® 
versus 
standard care 

 

Follow up at 2 
weeks 

¶ Days in hospital 
duration initial 
admission  

¶ BPD 

Results from 3 
hospitals are 
presented ï 
those from 
Brigham 
Womanôs 
Hospital are 
also presented 
by McAnulty 
2009 

Als 1994  

 

USA  

  

RCT 

N= 38 

 

Infants inborn 
at the study 
site with 
birthweight < 
1250 g and 
GA < 30 
weeks and > 
24 weeks who 
had received 
mechanical 
ventilation 
starting within 
the first 3 
hours after 
birth and 
lasting longer 
than 24 hours 
in the first 48 
hours 

NIDCAP® 
versus 
standard care 

 

Follow up at 2 
weeks and 9 
months 
corrected age 

¶ Days in hospital 
duration initial 
admission  

¶ BPD 

Followed up in 
McAnulty 2010 

Buehler 1995  

 

USA  

  

RCT 

N= 24 

 

Infants inborn 
at study site 
with birth 
weight of 
2500 g or less 

GA at birth 
between 30 
and 34 weeks 
inclusive and 
who were not 
receiving 
mechanical 

NIDCAP® 
versus 
standard care 

 

Follow up at 2 
weeks  

¶ Days in hospital 
duration initial 
admission  

¶  
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Study 

Population Intervention/ 

Comparison Outcomes 

Comments 

ventilation at 
48 hours 

Cruz 2018 

 

Canada, Australia and 
New Zealand 

Multicentre cluster 
RCT 

N= 1786 

Infants born 
at 33 weeks 
GA or less, 
who had no or 
low-level 
respiratory 
support. 
Parents 
needed to 
commit to 
being present 
for at least 6 
hours/day in 
FIC groups. 

FIC versus 
standard 
NICU care 

 

Follow up 3 
weeks 

¶ Days in hospital 
duration initial 
admission  

¶ BPD 

¶ Mortality prior to 
dischage  

Respiratory 
support 
defined as 
óoxygen by 
cannula or 
mask or non-
invasive 
ventilation 
such as CPAP, 
biphasic CPAP 
and NIPAP 
ventilationô. 

Fleisher 1995 

 

USA  

 

RCT 

N= 40 

Infants with a 
birthweight of  
<1250g and 
GA <30 
weeks at birth 

NIDCAP® 
versus 
standard care 

 

Follow up 
prior to 
discharge 

¶ Days in hospital 
duration initial 
admission  

¶ No of episodes of 
confirmed or 
suspected sepsis 
during intial 
hospitalisation 

 

Harding 2014  

 

USA 

 

RCT 

N= 59 

 

Infants born 
at 26-35 
weeks GA 
and were 
recruited from 
level 1 inner 
city neonatal 
unit 

Non-nutritive 
sucking (NNS) 
prior to NGT 
feeds versus 

NNS on onset 
of NGT feeds 
versus normal 
developmental 
care 

 

Follow up at 6 
months 

¶ Days in hospital 
duration initial 
admission  

 

 

Maguire 2009a 

 

The Netherlands 

 

RCT 

Infants born < 
32 weeks GA 

 

 

 

NIDCAP® 
versus 
standard care 

 

Follow up at 
36 weeks 

 

¶ Days in hospital 
duration initial 
admission  

¶ BPD  

¶ No of episodes of 
confirmed or 
suspected sepsis 
during intial 
hospitalisation 

¶ Mortality prior to 
discharge 

 

 

Maguire 2009b 

 

The Netherlands 

 

Follow up of 
Maguire 
2009a  

NIDCAP® 
versus 
standard care 

 

¶ Neurodevelopmental 
outcomes ï 
Neurodevelopmental 
delay 
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Study 

Population Intervention/ 

Comparison Outcomes 

Comments 

RCT Follow up 2 
years 

McAnulty 2010  

 

USA 

 

RCT 

Follow up of 
Als 1994 

NIDCAP® 
versus 
standard care 

 

Follow up at 8 
years 
corrected age 

¶ Neurodevelopmental 
delay - Cerebral 
palsy; hearing loss 

 

McAnulty 2009  

 

USA 

 

RCT 

See Als 1994 
and 2003 

 

NIDCAP® 
versus 
standard care 

 

Follow up at 2 
weeks and 9 
months 

¶ Days in hospital 
duration initial 
admission  

¶ BPD  

¶ Neurodevelopmental 
outcomes ï 
Neurodevelopmental 
delay; psychomotor 
delay 

 

Synthesis of 
the results of 
three RCTs 
performed at 
Brighamôs 
Womens 
Hospital, 2 of 
which were 
already 
reported and 
one of which 
was 
unreported 

 

Peters 2009  

 

Canada 

 

RCT 

N= 120 

 

Infants with 
birth weight 
500 to 1250 g 
and of <32 
weeks GA 

 

NIDCAP® 
versus 
standard care 

 

Follow up at 
18 months 

¶ Days in hospital 
duration initial 
admission  

¶ BPD 

¶ No of episodes of 
confirmed or 
suspected sepsis 
during intial 
hospitalisation 

¶ Neurodevelopmental 
outcomes ï 
Neurodevelopmental 
delay; cerebral palsy  

¶ Mortality prior to 
discharge 

 

Roberts 2000  

 

UK 

 

RCT 

N= 30 

 

Premature or 
small for 
gestational 
age infants 
born at 30 or 
more weeks' 
gestation or 
corrected 
age, 
medically 
stable, and 
who may 
have received 
nasal 

Kangaroo 
care versus 
conventional 
cuddling care 

 

Follow up at 6 
weeks after 
discharge or 3 
months of 
age; and 6 
months 

¶ Days in hospital 
duration initial 
admission  
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Study 

Population Intervention/ 

Comparison Outcomes 

Comments 

continuous 
positive 
airway 
pressure in 
place or a 
nasal cannula 

Rojas 2003  

 

UK 

 

RCT 

N= 60 

 

Infants of 32 
weeks or less 
of gestation, 
birthweight 
1500 g or less 
and who were 
receiving 
minimal 
ventilatory 
support 

Skin to skin 
contact versus 
traditional 
holding 

 

Follow up 
prior to 
discharge 

¶ No of episodes of 
confirmed or 
suspected sepsis 
during intial 
hospitalisation 

¶ Mortality prior to 
discharge  

 

 

Westrup 2004  

 

Sweden 

 

RCT 

Follow up of 
Westrup 2000 

 

NIDCAP® 
versus control 

 

Follow up at 5 
years 

 

¶ Neurodevelopmental 
outcomes ï 
Cerebral palsy; 
severe hearing 
impairment; severe 
visual impairent 

 

 

Westrup 2000 

 

Sweden  

 

RCT 

N= 25 

 

Infants inborn 
at study site 
with GA <32 
weeks and 
had need of 
ventilatory 
support 24 
hours after 
birth, at least 
in the form of 
continuous 
positive 
airway 
pressure 
(CPAP) 

NIDCAP® 
versus control 

 

Follow up at 
36 weeks 

¶ BPD 

¶ No of episodes of 
confirmed or 
suspected sepsis 
during intial 
hospitalisation 

¶ Mortality prior to 
discharge 

 

 

BPD: bronchopulmonary dysplasia; CP: cerebral palsy; CPAP: continuous positive airways pressure; FIC: family 
integrated care; GA: gestational age; MDI: mental development index; NGT: nasogastric tube; NIDCAP®: 
Newborn Individualised Developmental Care and Assessment Programme; NICU: neonatal intensive care unit; 
NIPAP: nasal intermittent positive pressure ventilation; RCT: randomised controlled trial  
 

See appendix D for clinical evidence tables. 

Quality assessment of clinical studies included in the evidence review 

See appendix F for full GRADE tables. 
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Economic evidence 

Existing economic evidence 

No existing economic evidence on the cost effectiveness of interventions with a focus on 
parent carer involvement in the care of preterm babies requiring respiratory support was 
identified by the literature searches of the economic literature undertaken for this guideline. 

Economic model 

A decision analytical model was developed to assess the relative cost-effectiveness of 
parent/carer interventions for preterm babies requiring respiratory care. The rationale for 
economic modelling, the methodology adopted, the results and the conclusions from this 
economic analysis are described in detail in appendix J. Completed methodology checklist of 
guideline economic analysis is provided in appendix M. Economic evidence profile is 
presented in appendix I. This section provides a summary of the methods employed and the 
results of the guideline economic analysis.  

Overview of methods  

A decision-analytic model in the form of a simple Markov model was constructed to evaluate 
the relative cost-effectiveness of interventions with a focus on parent/carer involvement in the 
care of preterm babies requiring respiratory support. The interventions assessed were 
NIDCAP® (in addition to standard care) compared with standard care only. The choice of 
interventions assessed in the economic analysis was determined by the availability of 
respective clinical data included in the guideline systematic literature review. The economic 
analysis considered effective interventions, as demonstrated by the systematic review of 
clinical evidence. The study population comprised of preterm babies requiring respiratory 
care (<27 weeksô gestation). Clinical data were derived from 2 studies included in the 
guideline systematic review of clinical evidence and other published literature. 

The measure of outcome in the economic analysis was the number of quality-adjusted life 
years (QALYs) gained. The perspective of the analysis was that of NHS and PSS. Resource 
use and cost data was based on the published literature and where necessary supplemented 
with the committeeôs expert opinion. National UK unit costs were used. The cost year was 
2017. Two methods were employed for the analysis of input parameter data and the 
presentation of the results. First, a deterministic analysis was undertaken, where data were 
analysed as point estimates and results were presented in the form of incremental cost-
effectiveness ratios (ICERs) following the principles of incremental analysis. A probabilistic 
analysis was subsequently performed in which most of the model input parameters were 
assigned probability distributions. Subsequently, 10,000 iterations were performed, each 
drawing random values out of the distributions fitted onto the model input parameters. Mean 
costs and QALYs for each treatment option were calculated by averaging across the 10,000 
iterations. This approach allowed more comprehensive consideration of the uncertainty 
characterising the input parameters and captured the non-linearity characterising the 
economic model structure. Results of the probabilistic analysis were also summarised in the 
form of cost-effectiveness acceptability curves, which express the probability of NIDCAP® 
being cost-effective at various at various cost-effectiveness thresholds. Various deterministic 
sensitivity analyses were undertaken to test the robustness of the conclusions. Sub-group 
analysis was undertaken to explore the cost-effectiveness of NIDCAP® in preterm babies 27-
34 weeksô gestation. Also, a secondary analysis was undertaken where the cost-
effectiveness of NIDCAP® was explored using a wider public sector perspective.  
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Findings of the base-case economic analysis  

According to deterministic analysis, from an NHS and PSS perspective in preterm babies 
<27 weeksô gestation NIDCAP® (in addition to standard care) was a cost-effective option with 
a cost per QALY of £14,380 (versus standard care) that is below the lower threshold of 
£20,000 per QALY. According to the deterministic sensitivity analyses, the results were 
sensitive to the risk ratio of neurodevelopmental problems for NIDCAP® with a potential for 
the ICER to increase above the threshold of £30,000 per QALY when using the upper 
confidence interval value for the risk ratio of neurodevelopmental problems (cognitive 
domain). The results were also sensitive to the utility value for moderate neurodevelopmental 
problems with a potential for the ICER of NIDCAP® to be above £20,000 per QALY threshold. 
The conclusions wree robust to changes in other model inputs including cost inputs and 
baseline rates.   

The conclusions of the probabilistic analysis were similar to those of deterministic analysis. 
At the lower threshold of £20,000 per QALY (NICE, 2008b) the probability of NIDCAP® (in 
addition to standard care) being cost-effective was 0.673 and it increased to 0.843 at the 
threshold of £30,000 per QALY. NIDCAP® (in addition to standard care) became dominant in 
preterm babies <27 weeksô gestation from a wider public sector perspective. 

The results of the sub-group analysis indicated that from an NHS and PSS perspective and 
also a wider public sector perspective NIDCAP® (in addition to standard care) was unlikely to 
be cost-effective in preterm babies >27 weeksô gestation.  

A threshold analysis was undertaken which indicated that for NIDCAP® to be cost-effective in 
preterm babies >27 weeksô gestation at the threshold of £20,000 per QALY the public sector 
costs per child with neurodevelopmental problems would need to be substantially higher than 
expected and as a result, NIDCAP® is unlikely to be cost-effective in this sub-group of babies 
even from a wider public sector perspective. Although, the cost-effectiveness of NIDCAP® in 
preterm babies >27 weeksô gestation may be improved when condsidering a longer lifetime 
horizon. However, clinical and cost data was insufficient to inform such analysis. 

Strengths and limitations  

This analysis attempted to estimate the cost-effectiveness of NIDCAP® (in addition to 
standard care) in preterm babies requiring respiratory support with clinical data from the 
guideline systematic review. Clinical data on NIDCAP® was limited and focused only on the 
neurodevelopmental mental delay. However, the effectiveness of NIDCAP® in terms of 
reduction in neurodevelopmental mental delay was judged by the committee to be very 
important. Due to the lack of suitable data the NIDCAP® intervention cost was based on the 
committee expert opinion. Also, there was a lack of cost data in children with 
neurodevelopmental problems. 

Clinical evidence statements 

Comparison 1. Kangaroo care or skin to skin contact versus conventional care 

Critical outcomes 

Initial hospital admission duration 

¶ Low quality evidence from 1 RCT (number of participants, n=30) showed that there is no 
clinically significant difference in initial hospital admission duration between kangaroo care 
and conventional cuddling care.  

Bronchopulmonary dysplasia 

¶ No evidence was found for this critical outcome. 
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Neurodevelopmental outcomes at Ó18 months: 

¶ No evidence was found for this critical outcome. 

Important outcomes 

Sepsis 

¶ Low quality evidence from 1 RCT (n=60) showed that there is no clinically significant 
difference in sepsis incidence between skin to skin contact and traditional holding. 

Mortality prior to discharge 

¶ Low quality evidence from 1 RCT (n=60) showed that there is no clinically significant 
difference in Mortality prior to discharge between skin to skin contact and traditional 
holding. 

Infant growth defined as changes in z scores at 3, 6, 12 and 24 months of age 

¶ No evidence was found for this important outcome. 

Parental/ carer satisfaction using validated scales 

¶ No evidence was found for this important outcome. 

Comparison 2. Non-nutritive sucking (NNS) versus no NNS 

Critical outcomes 

Initial hospital admission duration 

¶ Moderate quality evidence from 1 RCT (n=39) showed that there may be a clinically 
significant reduction in initial hospital admission duration with pre-nasogastric tube (NGT) 
feeding NNS compared to no NNS but there is uncertainty around the estimate 

¶ Moderate quality evidence from 1 RCT (n=40) showed that there is a clinically significant 
reduction in initial hospital admission duration with NNS at onset of NGT feeding 
compared to no NNS. 

Bronchopulmonary dysplasia 

¶ No evidence was found for this critical outcome. 

Neurodevelopmental outcomes at Ó18 months: 

¶ No evidence was found for this critical outcome. 

Important outcomes 

Sepsis 

¶ No evidence was found for this important outcome. 

Mortality prior to discharge 

¶ No evidence was found for this important outcome. 

Infant growth defined as changes in z scores at 3, 6, 12 and 24 months of age 

¶ No evidence was found for this important outcome. 

Parental/ carer satisfaction using validated scales 

¶ No evidence was found for this important outcome. 
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Comparison 3. Family Integrated Care (FIC) versus standard care 

Critical outcomes 

Initial hospital admission duration 

¶ Moderate quality evidence from one cluster RCT with a low risk of bias (n=26 sites, 
n=1786 babies) showed a clinically significant longer initial hospital admission duration 
with FIC compared to standard care for preterm babies of 33 weeks gestational age or 
less. When the analysis was adjusted for baseline characteristics however, there was no 
clinically significant difference. 

Bronchopulmonary dysplasia 

¶ Low quality evidence from one cluster RCT (n=26 sites, n=1786 babies) showed that 
there is no clinically significant difference in bronchopulmonary dysplasia with FIC 
compared to standard care for preterm babies of 33 weeks gestational age or less 

Neurodevelopmental outcomes at Ó18 months: 

¶ No evidence was found for this critical outcome. 

Important outcomes 

Sepsis 

¶ No evidence was found for this important outcome. 

Mortality prior to discharge 

¶ Low quality evidence from one cluster RCT (n=26 sites, n=1786 babies) showed that 
there is no clinically significant difference in Mortality prior to discharge with FIC compared 
to standard care for preterm babies of 33 weeks gestational age or less. 

Infant growth defined as changes in z scores at 3, 6, 12 and 24 months of age 

¶ No evidence was found for this important outcome. 

Parental/ carer satisfaction using validated scales 

¶ No evidence was found for this important outcome. 

Comparison 4. NIDCAP® versus standard care 

Critical outcomes 

Initial hospital admission duration 

¶ Low quality evidence from 8 RCTs (n=506) showed that there is no clinically significant 
difference in initial hospital admission duration with NIDCAP® compared to standard care 
for preterm babies overall.  

¶ Very low quality evidence from 3 RCTs (n=162) showed that there is no clinically 
significant difference in initial hospital admission duration with NIDCAP® compared to 
standard care for preterm babies <28 weeks gestational age. 

¶ Low quality evidence from 1 RCT (n=35) showed that there may be a clinically significant 
reduction in initial hospital admission duration with NIDCAP® compared to standard care 
for preterm babies <30 weeks gestational age but there is uncertainty around the 
estimate. 

¶ Moderate quality evidence from 2 RCTs (n=255) showed that there is no clinically 
significant difference in initial hospital admission duration with NIDCAP® compared to 
standard care for preterm babies <32 weeks gestational age. 
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¶ Low quality evidence from 1 RCT (n=30) showed that there is no clinically significant 
difference in initial hospital admission duration with NIDCAP® compared to standard care 
for preterm babies 28-34 weeks gestational age. 

¶ Very low quality evidence from 1 RCT (n=24) showed that there is no clinically significant 
difference in initial hospital admission duration with NIDCAP® compared to standard care 
for preterm babies 30-34 weeks gestational age. 

Bronchopulmonary dysplasia 

¶ Very low quality evidence from 7 RCTs (n=487) showed that there may be a clinically 
significant reduction in bronchopulmonary dysplasia with NIDCAP® compared to standard 
care for preterm babies overall but there is uncertainty around the estimate. 

¶ Low quality evidence from 3 RCTs (n=164) showed that there is no clinically significant 
difference in bronchopulmonary dysplasia with NIDCAP® compared to standard care for 
preterm babies <28 weeks gestational age. 

¶ Very low quality evidence from 3 RCTs (n=293) showed that there is no clinically 
significant difference in bronchopulmonary dysplasia with NIDCAP® compared to standard 
care for preterm babies <32 weeks gestational age. 

¶ Very low quality evidence from 1 RCT (n=30) showed that there is no clinically significant 
difference in bronchopulmonary dysplasia with NIDCAP® compared to standard care for 
preterm babies 28-32 weeks gestational age. 

Cerebral palsy 

¶ Very low quality evidence from 3 RCTs (n=149) showed that there is no clinically 
significant difference in cerebral palsy with NIDCAP® compared to standard care for 
preterm babies overall 

¶ Very low quality evidence from 1 RCT (n=22) showed that there is no clinically significant 
difference in cerebral palsy with NIDCAP® compared to standard care for preterm babies 
<28 weeks gestational age 

¶ Very low quality evidence from 2 RCTs (n=127) showed that there is no clinically 
significant difference in cerebral palsy with NIDCAP® compared to standard care for 
preterm babies <32 weeks gestational age 

Neurodevelopmental outcomes at Ó18 months: neurodevelopmental mental delay 

¶ Low quality evidence from 2 RCTs (n=240) showed that there is a clinically significant 
reduction in moderate or severe neurodevelopmental mental delay (assessed using 
Bayley Scales of Infant Development [BSID], MDI sub-scale, followed up at between 18 
months and 2 years corrected age) with NIDCAP® compared to standard care for preterm 
babies 

¶ Low quality evidence from 1 RCT (n=101) showed that there is a clinically significant 
reduction in severe neurodevelopmental mental delay (assessed using BSID, MDI sub-
scale, followed up at 18 months) with NIDCAP® compared to standard care for preterm 
babies <32 weeks gestational age 

¶ Very low quality evidence from 1 RCT (n=139) showed that there is no difference in 
moderate or severe neurodevelopmental mental delay (assessed using BSID, MDI sub-
scale, followed up at 2 years corrected age) with NIDCAP® compared to standard care for 
preterm babies <32 weeks gestational age 

Psychomotor delay 

¶ Very low quality evidence from 1 RCT (n=139) showed that there is no clinically significant 
difference in moderate or severe psychomotor delay (assessed using BSID at 1 and 2 
years) with NIDCAP® compared to standard care for preterm babies <32 weeks 
gestational age 
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Severe hearing impairment 

¶ Very low quality evidence from 3 RCTs (n=149) showed that there is no clinically 
significant difference in severe hearing impairment (followed up at between 18 months 
and 8 years corrected age) with NIDCAP® compared to standard care for preterm babies 
overall 

¶ Very low quality evidence from 1 RCT (n=22) showed that there is no clinically significant 
difference in severe hearing impairment (followed up at 8 years corrected age) with 
NIDCAP® compared to standard care for preterm babies <30 weeks gestational age 

¶ Very low quality evidence from 2 RCTs (n=127) showed that there is no clinically 
significant difference in severe hearing impairment (followed up at 18 months and 5 years) 
with NIDCAP® compared to standard care for preterm babies <32 weeks gestational age 

Severe visual impairment 

¶ Very low quality evidence from 1 RCT (n=26) showed that there is no clinically significant 
difference in severe visual impairment (followed up at 5 years) with NIDCAP® compared to 
standard care for preterm babies <32 weeks gestational age 

Important outcomes 

Sepsis 

¶ Low quality evidence from 4 RCTs (n=329) showed that there is no clinically significant 
difference in sepsis incidence with NIDCAP® compared to standard care for preterm 
babies overall 

¶ Very low quality evidence from 1 RCT (n=33) showed that there is no clinically significant 
difference in sepsis incidence with NIDCAP® compared to standard care for preterm 
babies <30 weeks gestational age 

¶ Low quality evidence from 3 RCTs (n=296) showed that there is no clinically significant 
difference in sepsis incidence with NIDCAP® compared to standard care for preterm 
babies <32 weeks gestational age 

Mortality prior to discharge 

¶ Very low quality evidence from 3 RCTs (n=309) showed that there is no clinically 
significant difference in Mortality prior to discharge with NIDCAP® compared to standard 
care for preterm babies <32 weeks gestational age. 

Infant growth defined as changes in z scores at 3, 6, 12 and 24 months of age 

¶ No evidence was found for this important outcome. 

Parental/ carer satisfaction using validated scales 

¶ No evidence was found for this important outcome. 

See appendix E for Forest plots. 

Economic evidence statements  

¶ Guideline economic analysis indicated that NIDCAP® (in addition to standard care) 
compared with standard care is cost-effective in preterm babies <27 weeksô gestation 
from an NHS and PSS perspective. At the threshold of £20,000 per QALY the probability 
of NIDCAP® being cost-effective was 0.673 and it increased to 0.843 at the threshold of 
£30,000 per QALY. NIDCAP® (in addition to standard care) is unlikely to be cost-effective 
in preterm babies >27 weeksô gestation from NHS & PSS perspective and also from a 
wider public sector perspective. This evidence was directly applicable to the NICE 
decision-making context and was characterised by minor methodological limitations.  
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¶ No existing economic evidence on the cost-effectiveness of interventions with a focus on 
parent carer involvement in the care of preterm babies requiring respiratory support was 
available.  

The committeeôs discussion of the evidence 

Interpreting the evidence  

The outcomes that matter most 

The committee agreed that the aims of involving parents and carers in caring for preterm 
babies on respiratory support were to reduce the length of hospital stay and the incidence of 
BPD, and to improve neurodevelopmental outcomes, and the committee therefore prioritised 
these as critical outcomes. The committee agreed that neurodevelopmental outcomes were 
the most important of these because of the life-long impact on the affected baby and their 
parents or carers.  

The committee were keen to see if there was evidence that parent and carer involvement 
reduced Mortality prior to discharge and rates of sepsis and so these were chosen as important 
outcomes. Infant growth (defined as changes in z scores for weight, height or head 
circumference) was prioritised as an important outcome as this would be a more immediate 
marker of the potential benefit of the involvement of parents and carers in a babyôs care. 
Finally, parental satisfaction was chosen as an important outcome to determine if involvement 
was felt to be of benefit to the parents and carers too. 

Evidence from RCTs was available for four of the interventions stipulated in the protocol - 
kangaroo or skin to skin care, non-nutritive sucking, FIC and NIDCAP®. Evidence was 
assessed using GRADE methodology. 

For kangaroo care or skin to skin care no evidence was found for the critical outcomes BPD 
and neurodevelopmental outcome and for the important outcomes infant growth and 
parent/carer satisfaction. 

For non-nutritive sucking no evidence was found for the critical outcomes BPD and 
neurodevelopmental outcome and for the important outcomes sepsis, Mortality prior to 
discharge, infant growth and parent/carer satisfaction. 

For FIC no evidence was found for the critical outcome neurodevelopmental outcome and for 
the important outcomes sepsis, infant growth and parent/carer satisfaction. 

For NIDCAP® no evidence was found for the important outcomes infant growth and 
parent/carer satisfaction. 

The quality of the evidence 

The quality of evidence ranged from moderate to very low. It was most often downgraded 
because of the uncertainty around the risk estimate or because of risk of bias introduced by a 
high risk of contamination across treatment groups. This was due to the fact that blinding of 
parents and NICU staff to treatment allocation was not feasible for the NIDCAP® intervention. 
There was heterogeneity within some meta-analyses. In most cases subgroup analysis 
according to gestational age accounted for this heterogeneity but otherwise a random effects 
model was used.  

Meta-analysis and stratification of results by gestational age was performed for some 
NIDCAP® outcomes although stratification as specified in the protocol was not possible from 
the available data. 
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Due to the lack of data for some interventions and outcomes the committee made a research 
recommendation, prioritising the need for more evidence on the impact of Family Integrated 
Care and parental involvement as part of NIDCAP® on length of hospital stay and BPD. 

Benefits and harms 

The evidence that was included for kangaroo care and skin to skin care was limited to two 
small RCTs, creating uncertainty around the risk estimate for the three relevant outcomes 
presented. However, in combination with their own experience, the committee were aware of 
a large body of RCT evidence from developing world settings (mainly South America) that 
had established the benefits of this type of care, and of evidence from observational studies 
conducted in UK settings examining surrogate outcomes such as heart rate. The committee 
were also aware of other studies examining the mechanisms underlying the benefits of care, 
for example, the positive effect of kangaroo care in reducing cortisol levels and raising 
oxytocin levels, which aided breastfeeding and improved babiesô digestion. Therefore, 
although some of this evidence was for a different population, and not for preterm babies 
receiving respiratory support in a NHS setting, the committee considered that there would be 
very little risk of harm associated with this practice and it would be difficult to justify a ñno 
treatmentò comparison group in further research on kangaroo or skin to skin care in preterm 
babies receiving respiratory care in UK hospital settings. The committee identified that in 
their clinical experience the only risk from kangaroo or skin to skin care was the risk of 
accidently extubating a baby, but that this was extremely rare. The committee therefore 
made a recommendation to support parents and carers by advising them about the potential 
benefits of interacting with their baby using practices such as skin-to-skin or kangaroo care.  

While the review did not identify any evidence on verbal interaction, from their clinical 
knowledge, the committee were aware of the benefits of early communication for the 
development of the preterm babyôs hearing.  

Evidence from one small RCT demonstrated that there was a clinically significant reduction 
in length of hospital stay when non-nutritive sucking was offered at the onset of nasogastric 
tube feeding. The committee made a recommendation to explain the benefits of non-nutritive 
sucking to parents based on the evidence, the physiological rationale of feeding reinforcing 
the sucking reflex as these actions are simultaneous, and because they believed there would 
be no associated harm. However, a weak recommendation was made to consider non-
nutritive sucking opportunities in between feeds if the baby showed an interest in sucking. 
The committee believed this might also improve feeding, but the evidence did not 
demonstrate a parallel reduction in length of hospital stay and the physiological rationale did 
not directly support a stronger recommendation. 

Evidence from a large cluster randomised trial demonstrated no additional benefit with FIC 
compared to standard care for two critical outcomes and one important outcome. The 
committee discussed the limitations of the contributing study and the feasibility for and 
impact on parents and carers of a commitment to participate in the care of their baby for 6 
hours in the neonatal unit on a daily basis. Although the committee agreed with the principles 
forming the basis of FIC, they chose not to make a clinical recommendation believing that 
these principles underlie many of the clinical recommendations made across the guideline.     

NIDCAP® is an intervention comprising a detailed neurobehavioural observation of the baby 
with recommendations then made for individualised care and interaction based on the babyôs 
cues of challenge or competence. This is delivered by a neonatal professional extensively 
trained over two years in neuro-behaviour. Whilst the evidence did not demonstrate clear 
benefit for most of the outcomes that were prioritised for review, there was no evidence of 
harm ï and benefit was demonstrated for one of the componemnts of the key outcome of 
neurodevelopment at 18 months and subsequent follow-up, when used with infants under 27 
weeks. The committee acknowledged the considerable expense of NIDCAP® training but 
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also noted that few NIDCAP® professionals are required per unit and that being part of a 
NIDCAP® network or having access to a NIDCAP® professional to ensure the use of the 
NIDCAP® approach would have beneficial effects. 

Cost effectiveness and resource use 

There was no published economic evidence available for this review. The committee agreed 
that interventions such as skin to skin care or kangaroo care are cheap to deliver and would 
not require additional NHS resources.  

The committee further discussed that offering parents and carers information and support is 
an integral part of services in most centres and any supplementary advice on the potential 
benefits of interacting with their baby (for example skin-to-skin care) would have only modest 
resource implications, if any. 

The committee agreed that offering non-nutritive sucking would not require additional NHS 
resources.  

The guideline economic analysis indicated that from an NHS & PSS perspective in preterm 
babies <27 weeksô gestation NIDCAP® (in addition to standard care) was a cost-effective 
option with a cost per QALY of £14,380 (versus standard care) that is below the threshold of 
£20,000 per QALY. At the threshold of £20,000 per QALY (NICE, 2008b) the probability of 
NIDCAP® (in addition to standard care) being cost-effective was 0.673 and it increased to 
0.843 at the threshold of £30,000 per QALY. NIDCAP® (in addition to standard care) became 
dominant in preterm babies <27 weeksô gestation from a wider public sector perspective. 

The results of the sub-group analysis indicated that from an NHS & PSS and also a wider 
public sector perspective NIDCAP® (in addition to standard care) was unlikely to be cost-
effective in preterm babies >27 weeksô gestation. A threshold analysis indicated that the 
public sector cost would need to be substantially higher than expected for NIDCAP® to be 
cost-effective in preterm babies >27 weeksô gestation at the threshold of £20,000 per QALY. 

The committee noted the additional cost of providing NIDCAP® in comparison to other 
developmental care approaches - the initial training is more costly. However, only a few 
neonatal staff within a centre would need to be trained to deliver NIDCAP®. Also, the 
apportioned cost of training per preterm baby is likely to be negligible. In addition, there are 
also important additional benefits for family members, caregivers and society as the 
likelihood of looking after a child with long-term developmental problems is reduced. 
Particularly so, since infants with neurodevelopmental problems are likely to incur higher 
education costs once they start school; if NIDCAP reduces neurodevelopmental mental 
delay, it could reduce education costs later in life. 

Other factors the committee took into account 

The committee considered the fact that some families found it difficult to be present on the 
neonatal unit every day or for long periods of time, and for these parents and carers these 
recommendations might be more difficult to implement, but the committee agreed that 
parents/carers should be encouraged to be present on the neonatal unit with their baby for 
as long as possible and as often as possible, depending on their individual circumstances. 
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Review question 6.2 What support is valued by parents and 
carers of preterm babies requiring respiratory support? 

Introduction 

For parents, having a premature baby who requires respiratory support is an extremely 
stressful experience, and can be overwhelming. As well as being an emotionally difficult time, 
the practical difficulties families might face in being with, and caring for, their baby can cause 
additional stress and upset. Some families find it difficult to visit their baby consistently, and 
while many neonatal units offer some practical support to families (like overnight 
accommodation or help with travel costs), access to support varies between units. Needing 
respiratory support can also present unique challenges to parent and carers being involved 
in their babyôs care as well. The babyôs face may be covered making it more difficult to take 
part in certain aspects of their care because of this, for example feeding, changing or holding 
their baby.  

This review aims to explore the different types of support that parents and carers value when 
their baby requires respiratory support in neonatal care. It also aims to assess how parents 
and carers would like to receive support, and to determine ways to improve the parent and 
carer experience through supporting their presence and involvement in their babyôs care. 

Summary of the protocol 

See Table 3 for a summary of the population, intervention/context and outcome 
characteristics of this review.  

Table 3: Summary of the protocol 

Population ¶ Parents or carers of preterm babies who require respiratory support  

¶ Studies of parents or carers whose baby is born below 37 weeks gestation  

 

Exclusions: 

¶ Parents or carers of preterm babies with any congenital abnormalities other than 
patent ductus arteriosus 

¶ Parents or carers of preterm babies who are ventilated solely due to a specific 
non-respiratory comorbidity, such as sepsis, necrotising enterocolitis, neurological 
disorders 

¶ Quantitative data 

 

Intervention/
context Type of support for parents and carers with regards to preterm babies requiring 

respiratory support on the neonatal unit.  

Outcomes Themes 
Themes will be identified from the literature, but expected themes are: 

¶ Psychological and social support: 

o Counselling  

o Crisis intervention  

o Emotional support  

o Stress management 

o Vulnerable families, safeguarding  

o Support groups 

¶ Support from staff: 

o Parental participation in decision-making, including participation in ward rounds 
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o Parental presence and participation in care-giving 

¶ Hospital design and supportive spaces: 

o Facilities to support family presence in the neonatal unit e.g. comfortable 
reclining chairs  

o Accommodation, food 

o Parking and public transport links 

o Design of physical space that take into account infantsô, familiesô, and staff 
membersô needs  

¶ Financial support 

o Transportation to and from hospital, parking 

o Child care  

 

For full details see review protocol in appendix A. 

Clinical evidence 

A single search was conducted to look for systematic reviews and qualitative studies.  

Included studies 

15 qualitative studies were identified (Ardal 2011; Cescuti-Butler 2003; Falck 2016; Feeley 
2013; Flacking 2016; Gibbs 2016; Guillaume 2013; Heinemann 2013; Holditch-Davis 2000; 
Jackson 2003; MacDonald 2007; Neu 1999; Pohlman 2009; Smith 2012; Wigert 2014).  

Two studies focused on the perspective of mothers with preterm babies requiring respiratory 
support in the neonatal intensive care unit (NICU) (Holditch-Davis 2000; MacDonald 2007). 
Two studies focused on the perspective of fathers with preterm babies requiring respiratory 
support in the NICU (Feeley 2013; Pohlman 2009). 11 studies focused on the perspective of 
parents with preterm babies requiring respiratory support in the NICU (Ardal 2011; Cescuti-
Butler 2003; Falck 2016; Flacking 2016; Gibbs 2016; Guillaume 2013; Heinemann 2013; 
Jackson 2003; Neu 1999; Smith 2012; Wigert 2014).   

The majority of included studies collected data by semi-structured interviews or unstructured 
interviews. The most common data analysis method employed across studies was thematic 
analysis. With regard to the setting of studies: 

¶ 3 studies took place in Canada (Ardal 2011; Feeley 2013; MacDonald 2007) 

¶ 1 study took place in France (Guillaume 2013) 

¶ 3 studies took place in Sweden (Heinemann 2013; Jackson 2003; Wigert 2014) 

¶ 2 studies took place in the UK (Cescutti-Butler 2003; Gibbs 2016) 

¶ 5 studies took place in the US (Falck 2016; Holditch-Davis 2000; Neu 1999; Pohlman 
2009; Smith 2012).  

Risk of bias was assessed using the Cochrane checklist for qualitative studies (see methods 
chapter). The risk of bias in the included studies ranged from low to high (3 studies with low 
risk of bias; 6 studies with moderate risk of bias; 1 with high risk of bias). 

See the literature search strategy in appendix B and study selection flow chart in appendix C. 

Excluded studies 

Studies not included in this review with reasons for their exclusions are provided in appendix 
K. 
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Summary of qualitative studies included in the evidence review 

Table 4 provides a brief summary of the included studies. 

Table 4: Summary of included studies 
Study 
details Participants Methods Themes 

Ardal 
2011  
 
Canada  
 
  
 

Study parents 
Mothers, n=8 
Age, median (IQR) years: 
30 (27-39) 
 
Study infants 
n=9 (7 singletons, 1 set 
twin boys) 
Birth weight (mean)= 
981.11g 
Gestational age 
(mean)=26.8 weeks  
Major diagnoses: 
respiratory distress 
syndrome, apnoea of 
prematurity, retinopathy of 
prematurity, chronic lung 
disease, anaemia, sepsis, 
feeding intolerance, 
intraventricular 
haemorrhage, patent 
ductus arteriosis  
Requiring support for 
breathing, n (%)= 9 (100)  

Data Collection 
The study used an exploratory, 
qualitative design based on 
grounded theory. Interviews were 
conducted with an in-depth semi-
structured interview guide with 
open-ended questions. Interviews 
conducted, transcribed, and 
translated by trained bilingual 
research assistants who were 
linguistically matched with the 
mothers.  
 
Data Analysis 
Similar themes were clustered 
into conceptual categories, and 
excerpts from the mothersô 
narratives were then selected by 
the team to illustrate the themes 
in each of the categories. 

Social support 
-Family and 
friends 
 
Parent-to-
Parent support 
-Shared 
experiences  
 
 

Cescutti-
Butler 
2003 
  
UK  
  

Study parents  
Parents, n = 8 
  
 

Data Collection 
Participants were interviewed by 
using unstructured tape-recorded 
interviews.  
 
Data Analysis 
Interpretations and findings were 
compared with the literature as 
the data collection and analysis 
progressed. 

Staff support 
-Facilitating 
parents in 
participating in 
care 
-Facilitating 
transition into 
parenting role 
-Interpersonal 
relationships 

Falck 
2016  
 
USA 
 
 

Study parents 
Mothers, n= 6 
Gestational  age, weeks, 
mean (SD): 28.7 (6.8) 
  
Study infants  
n= 6 
Gestational age, weeks, 
mean (SD): 29.8 (3.13) 
Birth weight, g, median 
(IQR): 770 (460-1830) 
On ventilator n = 6 
Days on ventilator, 
median (IQR): 33 (6-187) 
 
 

Data Collection 
Data was collected through the 
use of a semi-structured interview 
guide. Probes were utilized to 
obtain details and specific 
descriptions of participantôs 
experiences.  
 
Data Analysis 
Concurrent data 
analysis occurred during data 
collection. Researchers coded 
interview transcripts and data 
extrapolated from medical record 
review concurrently with 
recruitment and resolved 
discrepancies through repeated 
discussions. Emerging categories 

Social support 
-Counselling 
 
Staff support 
-Communication 
to reduce stress 
-Continuity of 
care  
 
Hospital 
environment  
-Need for 
privacy  
-Feelings of 
security or 
insecurity  
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were used to refine interview 
questions and themes were 
generated.  

Feeley 
2013 
 
Canada  
 
 

Study parents 
Fathers, n= 18 
  
Study infants  
n= 21 
Medical treatments, n (%)  
Mechanical 
ventilation/high-frequency 
ventilation= 15 (71.4) 
CPAP/HFNC= 18 (85.7) 
Intravenous or central 
line= 21 (100) 
Isolation= 0 (0) 
Chest tube= 1 (4.8) 
Gavage/TPN= 18 (85.7) 
 
 

Data Collection 
Semi-structured interviews were 
conducted by a female interviewer 
in a private room adjacent to the 
NICU with no other persons 
present. Interviews were audio 
recorded and lasted between 45ï
90 minutes. Participants 
completed a demographic 
questionnaire, and data pertaining 
to the infantôs condition were 
gathered from the medical record. 
 
Data Analysis 
The interview data were subjected 
to inductive content analysis. 
Analysis and interviews occurred 
concurrently. First, transcripts of 
the interviews were verified for 
accuracy, and notes recorded 
following the interview were 
inserted into the transcripts. 
These codes were further 
examined and compared between 
transcripts as data collection 
continued.  

Social support 
-Friends and 
family 
-counselling 
-Partners 
 
Staff support 
-Facilitating 
transition into 
parenting role 
 
Parent-to-
Parent support 
-Observational 
learning 
 
Hospital 
design 
-Friendly, 
homelike 
environment  
-Feelings of 
security or 
insecurity 
  
Financial 
support  
 
 
 

Flacking 
2016 
 
Sweden, 
Finland, 
England 
 
 

Study parents  
Swedish parents, n= 8 
English parents, n= 6 
Finnish parents, n= 9 

 

Data Collection 
Parents answered an emotional 
closeness form.  
 
Data Analysis 
Data from completed forms was 
typed into word documents. 
Authors independently inductively 
analysed the data using thematic 
network analysis. Text segments 
were organised into themes. 
Finally, an over-arching global 
theme was determined.  

Social support 
-Partners 
 
Staff support 
-Communication 
to reduce stress 
 
Hospital 
environment 
-Need for 
privacy  
-Participating in 
care  
 

Gibbs 
2016 
 
UK  
 

Study parents  
n=6 
Mothers, n (%)= 3 (50) 
Fathers, n (%)= 3 (50) 
 
Study infants 
n=3 
Gestational age, median 
(IQR)= 28+6 (24+1 to 29+4) 
Birth weight, g, median 
(IQR)= 1070 (620 to 
1450) 

Data Collection 
The participants engaged in a 
semi-structured in-depth 
interview. All participants elected 
to be interviewed as couples in 
their home. The interviews, lasting 
between 60 and 90 min, were 
digitally recorded and transcribed 
verbatim the first author. 
 
Data Analysis 
Paradigmatic data analysis was 
conducted manually with a 

Staff support 
-Facilitating 
parents in 
participating in 
care  
-Facilitating 
transition into 
parenting role  
-Communication 
to reduce stress 
-Interpersonal 
relationships 
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Length of NICU stay, 
days, median (IQR)= 76 
(62 to 117) 
Days on ventilation, 
median (IQR)= 3 (1 to 29) 
Days on CPAP, median 
(IQR)= 8 (7 to 76) 
 
 

process similar to inductive 
content coding. The transcripts 
were openly code, this initial 
coding structure then underwent 
two further stages of refinement 
as the codes were grouped into 
larger categories. The summary 
categories developed from each 
interview were then compared 
across transcripts to identify 
common or recurrent 
experiences.  

-Continuity of 
care  
 
Parent-to-
parent support  
-Shared 
experiences  
 
Hospital 
environment  
-Participating in 
care  
 

Guillaum
e 2013  
 
France  
 
 

Study parents  
n= 60 
Fathers, n (%)= 30 (50) 
Age mother, years, mean 
(SD): 30.7 (6.6) 
Age father, years, mean 
(SD): 33.5 (6.8) 
  
Study infants  
n= 49 
Female, n (%)= 29 (59) 
Gestational age, weeks, 
mean (SD)= 27 (2) 
Birth weight, g, mean 
(SD)= 965 (206) 
Ventilation type at time of 
interview, n (%) 
Spontaneous ventilation= 
8 (16) 
Nasal ventilation= 30 (61) 
Endotracheal ventilation= 
11 (22) 

Data Collection 
Semi-directive interviews lasting 
60-90 minutes were conducted by 
a social psychologist trained in 
research and not involved in a 
NICU. Audio recordings of the 
interviews were made. Fathers 
and mothers were interviewed 
separately.  
 
Data Analysis 
The interviews were analysed 
using discourse analysis. 
Researchers performed a 
horizontal analysis, with 
immersion and manual coding of 
themes, and a vertical analysis 
that compared themes 
throughout.  
 

Staff support  
-Facilitating 
parents in 
participating in 
care 
-Facilitating 
transition into 
parenting role  
-Communication 
to reduce stress  
Continuity of 
care 
  
Hospital 
environment  
-Feelings of 
security or 
insecurity  
 

Heinema
nn 2013 
 
Sweden 
 
 

Study parents  
Mothers, n= 7 
Fathers, n= 6 
 
Study infants  
n=7 
n requiring ventilator 
support= 7 
Gestational age at birth, 
weeks, median (IQR)= 25 
+ 4 (23 + 5 to 27 + 6) 
Range of birth weights, g= 
492 ï 1044 

 

Data Collection 
Data was collected through 
interviews with parents that took 
place at least 1 week after the 
infant's transfer from a NICU room 
to another room in the hospital. 
Interviews were conducted by the 
first author using a conversation 
guide.  
 
Data Analysis 
Analysis of the data took place 
continuously throughout the 
interview period. The authors read 
the text and used qualitative 
content analysis - first they 
identified meaning units, secondly 
they condensed these units into 
codes and further subcategories.  

Social support 
-Partners 
 
Staff support 
-Facilitating 
parents in 
participating in 
care 
-Communication 
to reduce stress 
-Interpersonal 
relationships 
 
Hospital 
environment 
-Need for 
privacy  
-Friendly, 
homelike 
environment 

Holditch-
Davis 
2000  
 
USA  

Study parents  
Mothers, n = 31 
Age, mean (SD)= 29.1 
(5.4) 
  

Data Collection 
Data was collected through semi-
structured interviews in which the 
mother was given the chance to 
fully share her experiences and 

Staff support 
-Communication 
to reduce stress  
-Interpersonal 
relationships 
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Study infants  
Female, n= 18 
Male, n= 28 
Gestation at birth, weeks, 
mean (SD)= 30.4 (2.7) 
Birth weight, g, mean 
(SD)= 1437 (543) 
Mechanical ventilation, n= 
27 
Supplemental oxygen 
when off the ventilator, n= 
22 
Length of ventilation, 
days, mean (SD)= 6.7 
(7.8) 
Length of supplemental 
oxygen, days, mean 
(SD)= 10.6 (12.7) 

feelings about her infant and the 
NICU. Interviews lasted 
approximately an hour, were 
audiotaped, and were transcribed 
verbatim.  
 
Data Analysis 
Each interview was read and 
coded based on an a priori 
conceptual framework. The 
quotes were edited to remove 
identifying information and to 
improve clarity.  

 
Hospital 
environment  
-Feelings of 
security or 
insecurity  
 

Jackson 
2003 
 
Sweden 
 
 

Study parents  
n= 7  
Mother's age, years, 
median (IQR)= 32.5 (28-
37) 
Father's age, years, 
median (IQR)= 32.5 (31-
39) 
 
Study infants  
n=8 
Male= 5 
Female= 3 
Birth weight, g, median 
(range)= 1467.5 (660 to 
2385) 
Length of gestation, 
weeks, median (range)= 
30 (25-34) 
Major diagnoses, n 
Hyperbilirubinaemia= 7 
Sepsis= 3 
Respiratory distress 
syndrome= 2 
Transient tachypnoea= 4 
Medical technology, n 
CPAP= 4 
Ventilator support= 2 
 
 

Data Collection 
Parents were interviewed as 
dyadic mother-father units (with 
the exception of 2 pairs who were 
interviewed separately). Each 
new interview was based on the 
findings from the previous 
interview. 30 interviews were 
conducted in total by one author, 
each one lasted between 45-90 
minutes and were audiotaped and 
transcribed verbatim.  
 
Data Analysis 
Analysis was conducted in 
systematic steps, which included: 
reading the interview transcripts 
to understand the content as a 
whole; dividing the text into 
meaning units; transforming the 
meaning units into a nursing 
perspective; condensing the units 
into four syntheses; integrating 
the four themes into the structure 
of the phenomenon of 
parenthood; validating the 
structure by the second author  

Staff support 
-Interpersonal 
relationships 
 
Hospital 
environment  
-Need for 
privacy  
 
Financial 
support  
 

MacDona
ld 2007 
 
Canada 
 

Study parents 
Mothers, n= 8 
Average age= 33 
 
Study infants  
n=14 
Singletons, n= 3 
Twins, n=4 
Triplets, n= 1 
Gestational age, weeks, 
median (IQR)= 25 + 5 (23 
+ 4 to 29 +6) 

Data Collection 
Interviews took place in person 
with open-ended questions. 
Responses were audio-recorded. 
Follow-up weekly visits were used 
to observe, photograph and 
document the mothers' 
interactions with their infant(s). 
Mothers were then asked to 
questions about the images.  
 
Data Analysis 

Social support 
-Partners 
 
Staff support 
-Continuity of 
care 
 
Hospital 
environment 
-Participating in 
care 



 

33 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

Birth weight, g, median 
(IQR)= 718.5 (480 to 
1577) 
 

 

Data was analysed using the 
constant comparative method 
developed in grounded theory. 
The researchers developed a 
provisional hypothesis and then 
verified it by reviewing the data 
and clarifying with the participants 
to validate the researchers' 
interpretations. Data were then 
organised into recurring common 
themes.  

Neu 1999  
 
USA  
 

Study parents  
n= 9 
Mothers, n= 8  
Maternal age, years, 
mean= 25.9 
Singleton birth, n= 9 
First time parents, n = 4 
  
Study infants  
n= 9 
n on assisted ventilation= 
9  
Female, n= 6 
Birth weight, g, mean 
(SD)= 1064 (423) 
Gestational age, weeks, 
mean (SD)= 27.2 (2.0) 
 
 

Data Collection 
The research design incorporated 
two interviews, one conducted 
immediately after two skin-to-skin 
care session and a follow-up 
interview conducted several 
months later. The investigator or 
research assistant took videos 
lasting 8 -10 minutes as well as 
field notes. 
 
Data Analysis 
The investigator transcribed the 
open-ended telephone interviews 
verbatim. The researchers applied 
codes, which were grouped into 
subthemes and main themes. 
Content from the videotaped 
segments were compiled and 
pooled with parent/infant 
behavioural data from the field 
notes and the parent narrative to 
provide a more complete 
description of the parentôs 
experience.  

Staff support 
-Facilitating 
transition into 
parenting role  
 
Hospital 
environment  
-Need for 
privacy  
 

Pohlman 
2009 
 
USA 
 

Study parents  
Fathers, n= 9 
Age, years, median 
(IQR)= 36 (22-39) 
 
Study infants  
n= 9 
Gestational age, weeks, 
median (IQR)= 28 (25-32) 
Birth weight, g, median 
(IQR)= 933 (515-2196) 
 
 

Data Collection 
Interviews were conducted every 
2-3 weeks and lasted 60-90 
minutes. Interviews were audio-
recorded and transcribed 
verbatim. Interview guides were 
used to initiate conversation and 
encourage dialogue.  
 
Data Analysis 
Data was analysed using an 
interpretive approach, which 
involved a systematic and circular 
process including reading of the 
narrative text; coding; and 
creating interpretive files 

Social support 
-Partners 
 
Staff support 
-Communication 
to reduce stress 
-Continuity of 
care  

Smith 
2012 
 
USA 
 
 

Study parents  
n=29 
Parent, n (%) 
Mother= 20 (69) 
Father= 9 (31) 
Parental age at delivery, n 
(%) 
18-24 y= 3 (10) 

Data Collection 
One researcher conducted all 
interviews in person or by 
telephone, using the interview 
script and appropriate probing as 
needed. The in-person interviews 
were conducted either in the 
infantôs room in the NICU, in one 

Social support 
-Friends and 
family 
-Partners 
  
Staff support  
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CPAP: continuous positive airway pressure; HFNC: high flow nasal cannula; IQR: inter-quartile range; NICU: neonatal intensive 
care unit; SD: standard deviation; TPN: total parenteral nutrition  

See appendix D for full evidence tables and appendix N for the qualitative quotes and 
excerpts extracted from the studies.  

Quality assessment of clinical studies included in the evidence review 

See appendix F for full GRADE-CERqual tables. 

24-34 y= 10 (34) 
>/= 35 y= 2 (7) 
Missing/declined= 2 (7) 
  
Study infants  
n= 40 
Infant gestational age at 
delivery, n (%) 
</= 28 wk= 15 (37) 
29-33 wk= 19 (48) 
>/= 11 (28) 
Complications, n (%) 
Respiratory distress 
syndrome treated with 
surfactant= 29 (72) 
Patent ductus arteriosis 
treated either medically or 
surgically= 14 (35) 
Retinopathy of 
prematurity= 5 (13) 
  

of the NICU parent rooms, or in a 
researcherôs office, depending on 
familyôs preference. The 
interviews lasted 21 to 80 
minutes, with the average being 
45 minutes. All interviews were 
digitally recorded and transcribed. 
 
Data Analysis 
Researchers identified and 
organised key themes that 
described parental coping 
strategies used to handle the 
NICU experience and the ways 
that staff supported them. Authors 
developed a codebook, which 
was then refined the codebook by 
reviewing the remaining 
interviews until they had reached 
thematic saturation. The relevant 
subthemes were then organized, 
and freshly coded all of the 
interviews using the finalized 
codebook.  

-Facilitating 
transition into 
parenting role  
-Interpersonal 
relationships 
 
Parent-to-
parent support  
-Shared 
experiences  
 

Wigert 
2014 
 
Sweden  
 
 

Study parents  
n= 27 
Fathers, n= 11 
Mothers, n=16 
Mother's age, mean= 33 
Fathers age, mean= 34 
  
Study infants   
n= 22 
Number of days in the 
NICU, median (IQR)= 33 
(11 to 120) 
Infants born prematurely, 
n= 17 
Infants born at full term, 
n= 5 
Mechanical ventilation, n= 
13 
Nasal CPAP, n= 13 
RDS, n= 18 
Cerebral haemorrhage or 
neonatal stroke, n= 8 
Congenital anomaly, n= 3 

Data Collection 
Open-ended interviews were 
conducted and recorded digitally 
in the parentôs home. Interviews 
lasted between 23 and 70 
minutes.  
 
Data Analysis 
The interviews were transcribed 
verbatim. No predetermined 
hypotheses or theories were 
used. The meanings in the text 
were condensed, compared and 
grouped in clusters, which were 
compared and contrasted. 

Staff support 
-Facilitating 
parents in 
participating in 
care  
-Facilitating 
transition into 
parenting role  
-Communication 
to reduce stress 
-Interpersonal 
relationships 
-Continuity of 
care 
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Economic evidence 

No economic evidence on the cost effectiveness of aspects of care that parents and carers 
value when their baby requires respiratory care was identified by the literature searches of 
the economic literature undertaken for this guideline. 

Economic model 

No economic modelling was undertaken for this review because the committee agreed that 
the topic was unsuitable for the economic modelling. 

Qualitative evidence statements 

Figure 1: Thematic map 

 
 

 

Theme 1: Social and Psychological Support 

Friends and family 

¶ High quality evidence from 3 qualitative studies carried out among fathers and parents of 
preterm infants requiring respiratory support in the NICU found that practical support, 
including meal preparation, assistance with household tasks, and child care, from friends 
and family assisted the parents in involving themselves with their preterm infant in the 
NICU. Parents also found that family and friends who were familiar with the NICU and 
demonstrated empathy and understanding of the parentsô anxieties reduced the stress 
over the burden of educating and reassuring those in the social support network who were 
not familiar with the situation. 
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Counselling 

¶ Moderate quality evidence from 2 qualitative studies carried out among parents and 
fathers of preterm infants requiring respiratory support in the NICU found that an 
interdisciplinary NICU team with professionals who are able to provide psychological and 
spiritual support was valuable and some fathers utilised online chat rooms with similar 
parents in order to guide their involvement in their childôs care. 

Partners  

¶ High quality evidence from 6 qualitative studies carried out among parents and fathers of 
preterm infants requiring respiratory support in the NICU found that being able to talk 
about the NICU experience with their partner and developing a routine around caregiving 
activities supported parents in coping with having their infant in the NICU. 

Theme 2: Staff Support 

Facilitating parents in participating in care 

¶ High quality evidence from 5 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that staff acted as gatekeepers to 
their participation in their infantôs care. Participating in ward rounds, hearing information 
about their child, and caring behaviour facilitate and support parents in becoming involved 
with their infantôs care. 

Facilitating the transition into the parenting role 

¶ High quality evidence from 7 qualitative studies carried out among parents and fathers of 
preterm infants requiring respiratory support in the NICU found that parents felt more 
confident transitioning into the parenting role when staff provided encouragement and the 
parents felt they had the freedom to care for their child with the staff present to help if 
needed. Staff who provided informal and formal training on providing care and who acted 
as role models that the parents could observe were also welcome supports. 

Communication to reduce stress 

¶ High quality evidence from 8 qualitative studies carried out among parents and mothers of 
preterm infants requiring respiratory support in the NICU found that communication with 
staff was crucial for developing a trusting relationship with staff and minimising parental 
anxiety. Elements such as using transparent communication methods to provide 
personalised information, family meetings to facilitate shared decision making, and regular 
phone updates when the parents are not in the NICU, assisted the parents and mothers to 
reduce stress. Parents need to feel that their beliefs and concerns are respected and that 
the information they receive is shared at the appropriate time and is not too medical. 

Interpersonal relationships 

¶ High quality evidence from 7 qualitative studies carried out among parents and mothers of 
preterm infants requiring respiratory support in the NICU found that feeling a sense of 
rapport with staff gave the parents both self-confidence in their parenting role and that 
their infant was being cared for well in the NICU. Parents found it beneficial when staff 
facilitated friendships with other parents and NICU graduate parents, through activities 
such as coffee hours or scrapbooking sessions, as enjoyed interacting with people whose 
child was or had been receiving the same care. 

Continuity of care 

¶ High quality evidence from 6 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that having continuity in the staff 
caring for their infant facilitated a sense of trust and confidence in the care the nurses 
were providing. Parents felt that lack of consistency in care meant that staff did not always 
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know the infant and would have different opinions on the type of care that was needed. 
Parents felt supported by having a contact or designated nurse or doctor. 

Theme 3: Parent-to-Parent Support 

Shared experiences 

¶ High quality evidence from 3 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that having a parent-buddy who 
spoke the same language, was from the same ethno-cultural background, and had the 
same experience with an infant in the NICU enabled them to communicate their feelings 
and concerns and understand the preterm birth experience. Engaging with other NICU 
parents helped parents to cope because it provided them with information and 
perspective. 

Observational learning 

¶ Moderate quality evidence from 1 qualitative study carried out among fathers of preterm 
infants requiring respiratory support in the NICU found that being able to watch other 
parents in open-spaced NICUs as they cared for their own infants helped them to become 
more involved with their infant. 

Theme 4: Hospital Environment 

Need for privacy 

¶ High quality evidence from 5 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that the lack of privacy, noise, and 
business in the NICU prevented parents from engaging in skin-to-skin care and feeling 
comfortable expressing emotions. 

Friendly, homelike environment 

¶ Moderate quality evidence from 2 qualitative studies carried out among parents and 
fathers of preterm infants requiring respiratory support in the NICU found that allowing 24 
hour visiting access and an NICU environment with décor and furniture that resembled a 
home environment facilitated involvement in their infantôs care. 

Feelings of security or insecurity  

¶ High quality evidence from 4 qualitative studies carried out among parents, fathers, and 
mothers of preterm infants requiring respiratory support in the NICU found that in order to 
feel secure in the NICU environment they had to understand the different medical 
equipment and monitors. An open-room design made some mothers feel safer and more 
secure as they were in close proximity to medical staff. 

Participating in care 

¶ Moderate quality evidence from 3 qualitative study carried out among parents of preterm 
infants requiring respiratory support in the NICU found that the presence of respiratory 
equipment and lines in the NICU environment highlighted the severity of their infantôs 
health condition and limited their involvement in nurturing their infant. The cultural 
environment of the NICU, including policies, restricted visiting hours, and prevention from 
joining in ward rounds, hindered parents from being able to engage with their infant. 

Theme 5: Employment Support 

¶ Low quality evidence from 2 qualitative studies carried out among parents and fathers of 
preterm infants requiring respiratory support in the NICU found that having employers who 
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provided paternity leaves enabled them to participate more in their infantôs care and visit 
the NICU more frequently. 

Economic evidence statements 

¶ No economic evidence on the cost effectiveness of aspects of care that parents and 
carers value when their baby requires respiratory care was available.  

The committeeôs discussion of the evidence 

Interpreting the evidence  

The outcomes that matter most 

The committee agreed that the support valued by parents or carers of preterm babies 
receiving respiratory support had thematic outcomes relating to social and psychological 
elements, parent-to-parent relationships, staff interactions, hospital environment and 
employment. All of these thematic outcomes were considered useful once the evidence had 
been appraised. These thematic outcomes reflect what service users value as the evidence 
was identified from interviews with parents themselves.  

The committee prioritised psychological support for parents or carers of preterm babies 
receiving respiratory support as being of primary importance due to the large effect that poor 
mental health can have on both the wellbeing of the baby and the rest of the family. The 
committee noted that it would have been beneficial to have had more specific evidence 
regarding the type of psychological support and counselling that parents valued.  

The quality of the evidence 

Evidence was available from 15 qualitative studies, with 2 focusing on the perspective of 
mothers, 2 focusing on the perspective of fathers, and 11 focusing on the perspectives of 
both mothers and fathers. No studies were identified that investigated the perspectives of 
other carers of babies receiving respiratory support. Evidence was found for all of the 
thematic categories identified in the protocol. The quality of the evidence in this review 
ranged from low to high, but the majority of the evidence was moderate to high, which meant 
that the committee could make strong recommendations.  

The quality of evidence was most often downgraded because of methodological limitations 
affecting the risk of bias, inadequacy of the evidence and relevance of the findings. 

Methodological limitations affecting the risk of bias were generally attributed to some studies 
not clearly reporting the sampling method or relationship between the researcher and 
participants.  

The confidence of the adequacy of the evidence was downgraded in some instances as a 
result of data saturation not being reached. In these instances, the themes were under-
developed and analysing further data would likely reveal new data and concepts.   

The confidence in the relevance of the findings was downgraded due to indirectness in the 
study population with some babies not being preterm.  

Benefits and harms 

In considering the evidence presented, the committee acknowledged the principles set out in 
the NICE Quality Standard 4 (QS4) on Specialist Neonatal Care. Quality statement 5 of this 
document covers óEncouraging parental involvement in careô and states óParents of babies 
receiving specialist neonatal care are encouraged and supported to be involved in planning 
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and providing care for their baby, and regular communication with clinical staff occurs 
throughout the care pathway.ô 

The committee noted that there was evidence that parents valued having friends and family 
who were informed of the realities of having a preterm baby and who provided practical 
support, such as meal preparation and caring for older children. There was also evidence 
that parents valued psychological support and counselling, and although there was no 
specific evidence about who should deliver this care the committee agreed that it should be a 
qualified professional. 

There was evidence that parents wanted to be supported by staff in caring for their baby, and 
this again was in-line with quality statement 5. There was evidence that parents value 
participating in ward round discussions about their baby, help transitioning into a parenting 
role and being recognised as partners in their babyôs care. Parents also expressed the need 
for clear, consistent, timely communication, the development of good interpersonal 
relationships and continuity of care.  

The evidence showed that parents valued having the opportunity to engage with graduate 
parents of preterm babies or to have parent-buddies that could help them cope and 
understand the experience of being a parent of a preterm baby.  

Finally, there was evidence regarding the hospital environment, showing that parents valued 
having 24-hour access to the neonatal unit, a homely environment with comfortable furniture 
and that private areas to facilitate skin-to-skin care and difficult conversations were required. 

Employment support (such as paternity leave) was valued by parents but recommendations 
were not made in this area as any recommendations would be beyond the remit of this 
guideline and would rely instead on the parental leave policies of parentsô employers. 

The evidence identified potential benefits of implementing support valued by parents or 
carers of preterm babies receiving respiratory support, including improving the parentôs 
experience and family relationships and better breastfeeding rates. Although the purpose of 
the review was to identify support valued by parents, it was also noted that improved support 
to parents had a beneficial effect on staff too, with fewer staff absences. The committee 
noted that in some units the professionals providing support to parents also provided support 
to the staff.  

The committee identified several potential harms associated with implementing these 
recommendations, including issues of confidentiality arising with parents participating in ward 
rounds (and who may therefore be present on the ward when other babies are being 
discussed), conflict between staff and parents who have been given more decision-making 
power and feelings of exclusion by parents who are not able to visit their baby. However, 
overall the committee did not think these harms were a major problem. 

The committee agreed that the benefits of implementing the support valued by parents 
outweighed the harms. The committee noted that there are solutions to the potential harms. 
For example, some units already give headphones to parents to maintain confidentiality 
during ward rounds, and parents who are not able to visit their baby (for example mothers 
who are too ill to attend the neonatal unit) can still receive updates on their babyôs care 
through phone calls from the medical team or by receiving videos or photos of their baby 
from nurses, although the committee recognised that this was not as good as participating in 
care by being present with their baby. Enabling and supporting parents to participate in their 
babyôs care, and fostering a culture where parents are regarded as partners in their baby 
care, is key to reducing conflict and tension between parents and staff.  

While there was evidence that parents and carers expressed the need for maintaining 
continuity amongst the health care professionals caring for their baby, the committee did not 
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make a recommendation based on this evidence because they did not think that such a 
recommendation could be implemented given ongoing staff turnover. 

Cost effectiveness and resource use 

There was no economic evidence on the cost-effectiveness of aspects of care that parents 
and carers value when their baby requires respiratory care. 

The committee expressed the view that providing psychological support for parents and 
carers of all babies who require respiratory support may incur additional healthcare 
resources (that is, the time required to provide such support and care). The committee 
agreed that psychological support could be provided by members of the existing healthcare 
team (most neonatal units will already have access to trained staff who are able to deliver 
this type of support), and would not always require employment of additional staff. Therefore, 
the committee considered the costs of providing such support and care to be modest and 
would be worthwhile when taking into account the potential improvement in babiesô 
outcomes. Poor mental health in parents can have a negative effect on both the wellbeing of 
the baby and the rest of the family that may require more expensive later intervention.  

The committee was of the view that staff support and training in providing effective support to 
parents and carers should already be routinely undertaken by professionals (including 
medical staff)  working with babies requiring respiratory support and was unlikely to incur 
significant extra resource implications. The committee expressed the view that the cost of 
providing training for professionals is relatively small, taking into account that it has the 
potential to significantly change the behaviour of professionals in meaningful and positive 
ways. For example, staff would be better placed to facilitate parentsô involvement in care, to 
minimise parental anxiety, act as role models that the parents could observe, be better able 
to communicate with family and carers and to make their overall interactions more efficient 
when dealing with parents and carers.  

The committee agreed that there was evidence that better equipped staff provide better care, 
may increase the potential for babies to be discharged earlier and reduce the number of staff 
absences. Overall, the committee was therefore of a view that well-trained staff may lead to 
cost savings in the NHS. 

Other factors the committee took into account 

The committee agreed that support should be provided in an accessible format ï for example 
in different languages. Parents with low-literacy may struggle to participate in interventions 
that involve reading or writing their babyôs notes or accessing other written information. The 
committee discussed the use of parent-buddies, particularly those that speak the same first 
language as the parents.  
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Review question 6.3 What information, and in what format, is 
valued by parents and carers of preterm babies who are 
receiving respiratory support on the neonatal unit? 

Introduction 

Parents and carers of preterm babies who require respiratory support in a neonatal unit see 
their babies undergoing a range of medical procedures, investigations and treatments. This 
involves the use of various types of specialist equipment, for example to supply supplemental 
oxygen or for ventilatory support. They also meet a range of healthcare professionals with 
varied roles. They may encounter difficulties with caring for their baby, for example 
associated with the use of face masks, nasal prongs, endotracheal tubes or occasionally a 
tracheostomy. In general, having a preterm baby receiving respiratory support on a neonatal 
unit can be a major challenge for parents and carers. 

This review will aim to identify information that is valued by parents (for example on 
equipment, prognosis, treatments, infant health and care, bonding, and parent/carer 
support), and in what format this information should be provided.   

Summary of the protocol 

See Table 5 for a summary of the population, intervention/context and outcome 
characteristics of this review.  

Table 5: Summary of the protocol 

Population ¶ Parents or carers of preterm babies who require respiratory support  

¶ Studies of parents or carers whose baby is born below 37 weeks gestation  

 

Exclusions: 

¶ Parents or carers of preterm babies with any congenital abnormalities other 
than patent ductus arteriosus 

¶ Parents or carers of preterm babies who are ventilated solely due to a specific 
non-respiratory comorbidity, such as sepsis, necrotising enterocolitis, 
neurological disorders 

¶ Quantitative data 

 

Intervention/
context 

Information content with regards to preterm babies who are receiving respiratory 
support during their stay on the neonatal unit  

  

Outcomes Themes 
Themes will be identified from the literature, but expected themes are: 

¶ Formats 

o In person 

- Presentations 

- Health care professionals  

- Peer support groups  

- Neonatal groups 

o Print 

- Pamphlets, books, magazines 

- Parent information binder  

o Online 

- Videos 
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- Webinars 

- Condition-specific organisations 

o Internet resources 

o Technology 

- Television 

- DVD 

- Mobile applications 

- Call line  

- Audio recordings 

- Webcams 

- Baby diaries/journey boxes  

 

¶ Qualities 

o Availability of different languages 

o Equality of access e.g. vision impairment   

o Timing of access 

o Frequency of accessibility. For example is a particular format really valuable, 
but very hard to get access to? 

 

¶ Types of information  

o Clinical Information 

- Equipment 

- Prognosis 

- Participation in ward rounds 

- Risks  

- Medication 

- Medical options 

- Infantôs health and care  

     Feeding and weight gain 

     Behavioural cues and developmental stages     

o Parent/carer-infant bonding information  

- Positive touch techniques, including kangaroo care (skin-to-skin contact with 
the baby against the parent/carerôs chest) and comfort holding (cradling baby 
with still touch) 

- Infant care - breastfeeding, feeding, changing   

- Behavioural cues  

o Coping information  

- Support groups  

- Stress education  

DVD: digital video disc 

For full details see review protocol in appendix A. 

Clinical evidence 

A single search was conducted to look for systematic reviews and qualitative studies.  

Included studies 

Ten qualitative studies were identified (Calam 1999; Feeley 2013; Gibbs 2016; Guillaume 
2013; Heinemann 2013; Kavanaugh 2005; Neu 1999; Pohlman 2009; Smith 2012; Wigert 
2014).  
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Two studies focused on the perspective of fathers with preterm babies requiring respiratory 
support in the neonatal intensive care unit (NICU) (Feeley 2013; Pohlman 2009), 8 studies 
focused on the perspective of parents with preterm babies requiring respiratory support in the 
NICU (Calam 1999; Gibbs 2016; Guillaume 2013; Heinemann 2013; Kavanaugh 2005; Neu 
1999; Smith 2012; Wigert 2014).   

The majority of included studies collected data by semi-structured interviews or unstructured 
interviews. The most common data analysis method employed across studies was thematic 
analysis. With regard to the setting of studies: 

¶ 3 studies took place in Canada (Feeley 2013) 

¶ 1 study took place in France (Guillaume 2013) 

¶ 2 studies took place in Sweden (Heinemann 2013; Wigert 2014) 

¶ 1 study took place in the UK (Gibbs 2016) 

¶ 4 studies took place in the US (Kavanaugh 2005; Neu 1999; Pohlman 2009; Smith 2012).  

Assessment of risk of bias was completed using the Cochrane checklist for qualitative 
studies (see Methods chapter). The risk of bias in the included studies ranged from low to 
high (3 studies with low risk of bias; and 7 studies with moderate risk of bias). 

See the literature search strategy in appendix B and study selection flow chart in appendix C.   

Excluded studies 

Studies not included in this review with reasons for their exclusions are provided in appendix 
K. 

Summary of qualitative studies included in the evidence review 

Table 6 provides a brief summary of the included studies. 

Table 6: Summary of included studies 
Study 
details Participants Methods Themes 

Calam 
1999 
 
UK 
 
  
 

Study parents 
Mothers, n= 76 
Median age, median 
(IQR)= 25 (17 to 40) 
 
Study infants 
n= 76 
Male, n= 44 
Gestational age, weeks, 
median (IQR)= 28 (23-34) 
Birth weight, g, median 
(IQR)= 1185 (661-2230) 
Days on NICU, median 
(IQR)= 61 (8-251) 
Intracranial haemorrhage, 
n =34 

Data Collection 
Mothers were interviewed using a 
semi-structured interview format 
12-24 weeks after birth. Mothers 
also completed a Malaise Inventory 
to assess current emotional well-
being.  
 
Data Analysis 
Data generated from interviews 
were categorised and coded. 
Researchers applied numerical 
codes according to the degree of 
recall, understanding or satisfaction 
to the prediction for the future and 
assessment of maternal mental 
health.  

Prenatal and 
Postnatal 
Information 
-Difficulty 
absorbing 
prenatal 
information 
-Postnatal care 
 
 
 

Feeley 
2013 
 
Canada  
 
 

Study parents 
Fathers, n= 18 
  
Study infants  
n= 21 
Medical treatments, n (%)  

Data Collection 
Semi-structured interviews were 
conducted by a female interviewer 
in a private room adjacent to the 
NICU with no other persons 
present. Interviews were audio 

Infantôs 
Health Status  
-Understanding 
the medical 
condition 
 



 

46 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

Study 
details Participants Methods Themes 

Mechanical 
ventilation/high-frequency 
ventilation= 15 (71.4) 
CPAP/HFNC= 18 (85.7) 
Intravenous or central 
line= 21 (100) 
Isolation= 0 (0) 
Chest tube= 1 (4.8) 
Gavage/TPN= 18 (85.7) 
 

recorded and lasted between 45ï
90 minutes. Participants completed 
a demographic questionnaire, and 
data pertaining to the infantôs 
condition were gathered from the 
medical record. 
 
Data Analysis 
The interview data were subjected 
to inductive content analysis. 
Analysis and interviews occurred 
concurrently. First, transcripts of the 
interviews were verified for 
accuracy, and notes recorded 
following the interview were 
inserted into the transcripts. These 
codes were further examined and 
compared between transcripts as 
data collection continued.  

Caring for the 
Infant  
-Parenting 
activities  
 
For the Future 
-Decision 
making  
 
 
 
 
 
 
 

Gibbs 
2016 
 
UK  
 
 

Study parents  
n=6 
Mothers, n (%)= 3 (50) 
Fathers, n (%)= 3 (50) 
 
Study infants 
n=3 
Gestational age, median 
(IQR)= 28 + 6 (24 +1 to 
29 + 4) 
Birth weight, g, median 
(IQR)= 1070 (620 to 
1450) 
Length of NICU stay, 
days, median (IQR)= 76 
(62 to 117) 
Days on ventilation, 
median (IQR)= 3 (1 to 29) 
Days on CPAP, median 
(IQR)= 8 (7 to 76) 
 

Data Collection 
The participants engaged in a semi-
structured in-depth interview. All 
participants elected to be 
interviewed as couples in their 
home. The interviews, lasting 
between 60 and 90 min, were 
digitally recorded and transcribed 
verbatim the first author. 
 
Data Analysis 
Paradigmatic data analysis was 
conducted manually with a process 
similar to inductive content coding. 
The transcripts were openly code, 
this initial coding structure then 
underwent two further stages of 
refinement as the codes were 
grouped into larger categories. The 
summary categories developed 
from each interview were then 
compared across transcripts to 
identify common or recurrent 
experiences.  

Infantôs 
Health Status  
-Understanding 
the medical 
condition 
 
Caring for the 
Infant  
-Parenting 
activities 

Guillau
me 
2013  
 
France  
 
 

Study parents  
n= 60 
Fathers, n (%)= 30 (50) 
Age mother, years, mean 
(SD): 30.7 (6.6) 
Age father, years, mean 
(SD): 33.5 (6.8) 
  
Study infants  
n= 49 
Female, n (%)= 29 (59) 
Gestational age, weeks, 
mean (SD)= 27 (2) 
Birth weight, g, mean 
(SD)= 965 (206) 

Data Collection 
Semi-directive interviews lasting 
60-90 minutes were conducted by a 
social psychologist trained in 
research and not involved in a 
NICU. Audio recordings of the 
interviews were made. Fathers and 
mothers were interviewed 
separately.  
 
Data Analysis 
The interviews were analysed using 
discourse analysis. Researchers 
performed a horizontal analysis, 
with immersion and manual coding 

Infantôs 
Health Status 
-Receiving 
updates 
-Recall of 
information 
 
Caring for the 
Infant  
-Changes in 
care 
-Behavioural 
cues  
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Study 
details Participants Methods Themes 

Ventilation type at time of 
interview, n (%) 
Spontaneous ventilation= 
8 (16) 
Nasal ventilation= 30 (61) 
Endotracheal ventilation= 
11 (22) 

of themes, and a vertical analysis 
that compared themes throughout.  

Understandin
g the NICU 
environment  
 
Formats 
-Telephone 

Heinem
ann 
2013 
 
Sweden 
 

Study parents  
Mothers, n= 7 
Fathers, n= 6 
 
Study infants  
n=7 
n requiring ventilator 
support= 7 
Gestational age at birth, 
weeks, median (IQR)= 25 
+ 4 (23 + 5 to 27 + 6) 
Range of birth weights, g= 
492 ï 1044 

 

Data Collection 
Data was collected through 
interviews with parents that took 
place at least 1 week after the 
infant's transfer from a NICU room 
to another room in the hospital. 
Interviews were conducted by the 
first author using a conversation 
guide.  
 
Data Analysis 
Analysis of the data took place 
continuously throughout the 
interview period. The authors read 
the text and used qualitative 
content analysis - first they 
identified meaning units, secondly 
they condensed these units into 
codes and further subcategories.  

Infantôs 
Health Status  
-Recall of 
information  
 
Caring for the 
Infant  
-Parenting 
activities 
 
 

Kavana
ugh 
2005 
 
USA 
 
 

Study parents 
Mothers, n= 6 
Fathers, n=2 
Mother's age, years, 
mean (SD)= 28 (5.09) 
Father's age, years= 21 
and 31 
Years of education, mean 
(SD)= 12.87 (1.64) 
 
Study infants  
Birth weight, g, range= 
597-723 
Receiving ventilatory 
support at the end of data 
collection period, n= 2  
 
 

Data Collection 
Prenatal interviews were performed 
in person and audio-recorded and 
maternal and infant hospital records 
were reviewed. The co-investigator 
conducted interviews with the 
physicians and nurses. Parents 
were contacted weekly until the 
25th week of gestation of the infant 
to ascertain life support decisions. 
Postnatal interviews were 
conducted. An end-of-life interview 
was conducted with the mother of 
the infant who died  
 
Data Analysis 
Interviews were transcribed 
verbatim and data from interviews 
were combined with medical 
records and demographic forms to 
acquire an overall picture of the 
participants' experiences. The 
Ottawa Framework was used as 
the organising framework for data 
management. Data were coded as 
per the framework and were 
compared within and across each 
case.  

Prenatal and 
Postnatal 
-Inability to 
absorb 
information 
prenatally  
-Prenatal 
maternal and 
infant health  
-Postnatal  
 

Caring for the 
infant  
-Breastfeeding 
 
For the Future 
-Plans for 
future 
pregnancies 
-Decision 
making 
 
Formats 
-Nurses 
-Physician or 
neonatologist  
-Timing and 
consistency   

Neu 
1999  
 
USA 

Study parents  
n= 9 
Mothers, n= 8  
Age, mean= 25.9 

Data Collection 
The research design incorporated 
two interviews, one conducted 
immediately after two skin-to-skin 

Caregiving 
information 
-Skin to skin 
care  
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Study 
details Participants Methods Themes 

 
 

Singleton birth, n= 9 
First time parents, n = 4 
  
Study infants  
n= 9 
n on assisted ventilation= 
9  
Female, n= 6 
Birth weight, g, mean 
(SD)= 1064 (423) 
Gestational age, weeks, 
mean (SD)= 27.2 (2.0) 
 

care session and a follow-up 
interview conducted several months 
later. The investigator or research 
assistant took videos lasting 8 -10 
minutes as well as field notes. 
 
Data Analysis 
The investigator transcribed the 
open-ended telephone interviews 
verbatim. The researchers applied 
codes, which were grouped into 
subthemes and main themes. 
Content from the videotaped 
segments were compiled and 
pooled with parent/infant 
behavioural data from the field 
notes and the parent narrative to 
provide a more complete 
description of the parentôs 
experience. 

Pohlma
n 2009 
 
US 
  

Study parents  
Fathers, n= 9 
Age, years, median 
(IQR)= 36 (22-39) 
 
Study infants  
n= 9 
Gestational age, weeks, 
median (IQR)= 28 (25-32) 
Birth weight, g, median 
(IQR)= 933 (515-2196) 

Data Collection 
Interviews were conducted every 2-
3 weeks and lasted 60-90 minutes. 
Interviews were audio-recorded and 
transcribed verbatim. Interview 
guides were used to initiate 
conversation and encourage 
dialogue.  
 
Data Analysis 
Data was analysed using an 
interpretive approach, which 
involved a systematic and circular 
process including reading of the 
narrative text; coding; and creating 
interpretive files 

Caring for the 
Infant  
-Parenting 
activities  
 
Understandin
g the NICU 
Environment  
 
 

Smith 
2012 
 
USA 
 
 

Study parents  
n=29 
Parent, n (%) 
Mother= 20 (69) 
Father= 9 (31) 
Parental age at delivery, n 
(%) 
18-24 y= 3 (10) 
24-34 y= 10 (34) 
>/= 35 y= 2 (7) 
Missing/declined= 2 (7) 
  
Study infants  
n= 40 
Infant gestational age at 
delivery, n (%) 
</= 28 wk= 15 (37) 
29-33 wk= 19 (48) 
>/= 11 (28) 
Complications, n (%) 

Data Collection 
One researcher conducted all 
interviews in person or by 
telephone, using the interview script 
and appropriate probing as needed. 
The in-person interviews were 
conducted either in the infantôs 
room in the NICU, in one of the 
NICU parent rooms, or in a 
researcherôs office, depending on 
familyôs preference. The interviews 
lasted 21 to 80 minutes, with the 
average being 45 minutes. All 
interviews were digitally recorded 
and transcribed. 
 
Data Analysis 
Researchers identified and 
organised key themes that 
described parental coping 
strategies used to handle the NICU 
experience and the ways that staff 

Prenatal and 
Postnatal 
Information 
-Inability to 
absorb 
information 
prenatally  
 
Caring for 
Infant  
-Parenting 
activities  
 
Formats  
-Telephone 
-Medical team 
-Nurses 
-Physician or 
neonatologist  
-Timing and 
Consistency 
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Respiratory distress 
syndrome treated with 
surfactant= 29 (72) 
Patent ductus arteriosis 
treated either medically or 
surgically= 14 (35) 
Retinopathy of 
prematurity= 5 (13) 
 

supported them. Authors developed 
a codebook, which was then refined 
the codebook by reviewing the 
remaining interviews until they had 
reached thematic saturation. The 
relevant subthemes were then 
organized, and freshly coded all of 
the interviews using the finalized 
codebook.  

-Other 
resources  

Wigert 
2014 
 
Sweden  
 

Study parents  
n= 27 
Fathers, n= 11 
Mothers, n=16 
Mother's age, mean= 33 
Fathers age, mean= 34 
  
Study infants   
n= 22 
Number of days in the 
NICU, median (IQR)= 33 
(11 to 120) 
Infants born prematurely, 
n= 17 
Infants born at full term, 
n= 5 
Mechanical ventilation, n= 
13 
Nasal CPAP, n= 13 
RDS, n= 18 
Cerebral haemorrhage or 
neonatal stroke, n= 8 
Congenital anomaly, n= 3 

Data Collection 
Open-ended interviews were 
conducted and recorded digitally in 
the parentôs home. Interviews 
lasted between 23 and 70 minutes.  
 
Data Analysis 
The interviews were transcribed 
verbatim. No predetermined 
hypotheses or theories were used. 
The meanings in the text were 
condensed, compared and grouped 
in clusters, which were compared 
and contrasted. 

Prenatal and 
Postnatal 
Information 
-Postnatal 
 
Understandin
g the Infantôs 
Health Status  
-Understanding 
the medical 
condition  
 
Caring for the 
Infant  
-Parenting 
activities  

CPAP: continuous positive airway pressure; g: grams; HFNC: high flow nasal cannula; IQR: inter-quartile range; NICU: neonatal 
intensive care unit; RDS: respiratory distress syndrome; SD: standard deviation; TPN: total parenteral nutrition; y: years 

See appendix D for full evidence tables and appendix N for the qualitative quotes and 
excerpts extracted from the studies.  

Quality assessment of clinical studies included in the evidence review 

See appendix F for full GRADE-CERqual tables. 

Economic evidence 

No economic evidence on the cost effectiveness of information provision to parents and 
carers of preterm babies requiring respiratory support was identified by the literature 
searches of the economic literature undertaken for this review. 

Economic model 

No economic modelling was undertaken for this review because the committee agreed that 
this topic was not suitable for de-novo economic modelling. 



 

50 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

Qualitative evidence statements 

Figure 2: Thematic map 

 

Theme 1. Prenatal and postnatal information  

Prenatal maternal and infant health  

¶ Low quality evidence from 1 qualitative study carried out among parents of preterm infants 
requiring respiratory support in the NICU found that parents were given information, 
including morbidity and mortality for preterm infants born at different gestational ages. 
However, parents wanted more specific information on the treatments their infants would 
likely need after delivery. 

Postnatal information   

¶ Low quality evidence from 3 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that staff provided the most 
information at the beginning of the infantôs hospitalisation, but parents would have liked a 
delayed postnatal review of what happened prenatally and during the birth, as many 
mothers were still recovering from the birth when they received the majority of the 
information. 
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Theme 2. Infantôs health status information  

Understanding the infantôs medical condition  

¶ High quality evidence from 3 qualitative studies carried out among fathers and parents of 
preterm infants requiring respiratory support in the NICU found that understanding their 
infantôs medical condition and care was crucial. However, parents found that staff did not 
always fully explain complex medical issues or would leave parents waiting for information 
about their infantôs illness, which caused them anxiety. 

Receiving updates of the infantôs health status 

¶ High quality evidence from 1 qualitative study carried out among parents of preterm 
infants requiring respiratory support in the NICU found that parents appreciated receiving 
clear information about their infantôs health status immediately after exam results or tests. 
Mothers did not like when they had to receive information from their husbands and would 
have preferred to receive updates from a physician. 

Theme 3: Caregiving information  

Parenting activities 

¶ High quality evidence from 6 qualitative studies carried out among parents and fathers of 
preterm infants requiring respiratory support in the NICU found that nurses were crucial in 
providing information in regards to caregiving practices, such as feeding and nappy 
changes. Informal and formal training provided by patient staff assisted parents in 
developing the confidence to participate in their childôs care. 

Changes in care 

¶ Moderate quality evidence from 1 qualitative study carried out among parents of preterm 
infants requiring respiratory support in the NICU found that parents insisted on receiving 
information in regards to changes in the infantôs medical treatment, such as changes in 
intubation, catheter, and location in the hospital. Parents preferred to receive this 
information from the neonatologist as opposed to the nurse. 

Understanding behavioural cues  

¶ Moderate quality evidence from 1 qualitative study carried out parents of preterm infants 
requiring respiratory support in the NICU found that mothers, more often than fathers, 
wanted explanations of the infantôs reactions and behaviours. 

Breast feeding  

¶ Low quality evidence from 1 qualitative study carried out among parents of preterm infants 
requiring respiratory support in the NICU found that mothers perceived information 
provided in breast-feeding programs as useful, as it helped them make decisions in 
regards to feeding their infant. 

Skin to skin care  

¶ Moderate quality evidence from 1 qualitative study carried out among parents of preterm 
infants requiring respiratory support in the NICU found that parents were reluctant and 
lacked confidence to engage in skin to skin care when nurses did not provide them with 
information on how to hold and transfer the infant without dislodging tubes and ventilator 
equipment.  
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Theme 4: Future information  

Plans to have children in the future  

¶ Low quality evidence from 1 qualitative study carried out among parents of preterm infants 
requiring respiratory support in the NICU found that one mother whose infant had died 
wanted more information on the cause of death and advice for pregnancies in the future. 
Mothers who knew someone who had an extremely premature infant who survived found 
that this information gave them hope for their child. 

Decision making  

¶ Low evidence from 2 qualitative studies carried out among fathers and parents of preterm 
infants requiring respiratory support in the NICU found that staff sharing information and 
providing opportunities to ask questions facilitated parents becoming involved in decision-
making about the infantôs care. Adequate and clear information enabled parents to feel 
confident when physicians asked them to make a decision about their infantôs care. 

Theme 5: Neonatal unit environment information  

¶ Moderate quality evidence from 2 qualitative studies carried out among parents and 
fathers of preterm infants requiring respiratory support in the NICU found that having 
regular explanations of the medical equipment, upper and lower limits of monitors and the 
meaning of different alarms and buzzers would prevent frightening experiences and 
feelings of helplessness. 

Theme 6: Information formats   

Telephone  

¶ Moderate quality evidence from 2 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that regular and ritualised phone 
calls were appreciated. Parents reported feeling reassured and linked to their child by 
receiving regular phone calls when they were at home and the infant was still in the 
neonatal unit. In contrast, receiving routine information at home through an unexpected 
phone call caused alarm, as it was assumed that an unplanned call was linked to bad 
news.   

Medical team (member not specified)  

¶ Moderate quality evidence from 2 qualitative studies study carried out among parents and 
fathers of preterm infants requiring respiratory support in the NICU found that information 
should be shared by staff members who are adequately trained to provide tailored medical 
information that is tailored to their emotional needs and technical knowledge and who 
provide parents with the opportunity to ask questions and recommend additional 
resources.   

Nurses 

¶ Low quality evidence from 2 qualitative studies carried out among parents and mothers of 
preterm infants requiring respiratory support in the NICU found that nurses assisted 
parents in understanding complex medical concepts and reduced feelings of anxiety. Due 
to nursesô regular interactions with the infant, parents felt that primary nurses were most 
adept at providing day-to-day information and was the best source of information about 
changes in their babyôs medical condition. 

Physicians or neonatologists 

¶ Low quality evidence from 2 qualitative studies carried out among parents and mothers of 
preterm infants requiring respiratory support in the NICU found that the neonatologist was 
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the preferred source of information for technical or complex information, even if parents 
required additional explanations from nurses afterwards. Physicians should provide as 
much information as is required to convey the complexities of the situation and allow the 
parents to ask as many questions as needed. 

Timing and consistency  

¶ High quality evidence from 4 qualitative studies carried out among parents of preterm 
infants requiring respiratory support in the NICU found that parents, especially mothers, 
struggled to absorb and understand information that was shared with them during prenatal 
consultations when they learned their infant would be premature. Many parents were 
overwhelmed by the amount of information they received during this emotional 
experience, which later prevented them from being able to recall information. Parents 
stated that their preferred time to receive information would be during clinical rounds as 
opposed to during the prenatal consultation, immediately after delivery or before 
discharge. Parents would be interested in receiving information at a time separate from 
rounds. Additionally, it is crucial for parents to receive honest information that is shared 
consistently by all the members of the care team to avoid having parents receive 
confusing and varying messages. 

Other resources (including books, internet resources, friends and family)  

¶ Moderate quality evidence from 1 qualitative study carried out among parents of preterm 
infants requiring respiratory support in the NICU found that the majority of parents 
received information from staff and the medical care team, although sources such as 
printed materials, friends and family or the internet were also consulted. 

Economic evidence statements 

¶ No economic evidence on the cost effectiveness of information provision to parents and 
carers of preterm babies requiring respiratory support was available. 

The committeeôs discussion of the evidence 

Interpreting the evidence  

The outcomes that matter most 

The committee agreed that the information valued by parents or carers of preterm babies 
receiving respiratory support had thematic outcomes relating to prenatal and postnatal 
information, caregiving information, information about the babyôs health status, information 
for the future and understanding the neonatal unit environment. In addition, the committee 
agreed that it was important to know the preferred format of this information. All of these 
thematic outcomes were considered useful once the evidence had been appraised. These 
thematic outcomes reflect what service users value, as the evidence was identified from 
interviews with parents themselves.  

The committee prioritised the consistency, clarity and timely nature of information, as the 
evidence highlighted the importance of the adequate pacing of information, regardless of the 
type of information.   

The committee noted that there was no evidence on formats of information using modern 
technology, such as apps, online resources or Facebook groups that many parents may 
utilise. However it was decided this was not a priority for a research recommendation.  
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The quality of the evidence 

Evidence was available from 10 qualitative studies, with 2 focusing on the perspective of 
fathers, and 8 focusing on the perspectives of both mothers and fathers. No studies 
investigated the perspective of other caregivers responsible for babies requiring respiratory 
support. Evidence was not found for all of the thematic categories identified in the protocol, 
specifically formats including print, online resources or technology. The quality of the 
evidence in this review ranged from low to high, but the majority of the evidence was 
moderate to high, which meant that the committee could make strong recommendations.  

The quality of evidence was most often downgraded because of methodological limitations 
affecting the risk of bias, inadequacy of the evidence, and relevance of the findings. 

Methodological limitations affecting the risk of bias were generally attributed to some studies 
not clearly reporting the sampling method or relationship between the researcher and 
participants.  

The confidence of the adequacy of the evidence was downgraded in some instances as a 
result of data saturation not being reached. In these instances, the themes were under-
developed and analysing further data would likely reveal new data and concepts.   

The confidence in the relevance of the findings was downgraded due to indirectness in the 
study population with some babies not being preterm.  

Benefits and harms 

The evidence showed that parents valued information on prenatal health issues (for both 
mother and baby) which included the likely morbidity and mortality at different gestational 
ages. However, parents had difficulty understanding some information about their babyôs 
prognosis and the birth of the baby if information was provided immediately after stressful 
events or if it was not given in a clear manner. The timing of information giving was therefore 
important, with some parents wanting it deferred in such circumstances. 

Parents valued information about their babyôs medical condition and their medical care, and 
this should be provided in a timely fashion and delayed only where circumstances demanded 
it.  

Parents valued information about how to care for their baby, as well as how to interpret their 
babyôs behavioural cues. Parents also valued information on breastfeeding and on providing 
skin-to-skin contact as part of the babyôs care, and information from the nurses on these 
areas greatly increased their confidence and willingness to be involved in their babyôs care. 
Parents valued receiving information that was tailored to their needs and that was delivered 
by the appropriate member of staff, with some parents valuing more technical information 
about changes in care coming from medical staff rather than nursing staff. Parents valued 
consistent information, and the committee agreed that it was important that whoever was 
delivering the information (nurse, doctor or other healthcare professional) should deliver it 
clearly and check for the parentsô understanding, and not rely on the information having to be 
re-explained by another member of the team later. Staff should however be aware that it may 
take time for parents to absorb information and they may require repeated encouragement 
before becoming confident in caring for their baby with reduced input from staff. The 
evidence also described how having an understanding of the medical equipment (for 
example, its purposes, and what alarms and buzzers meant) and being able to ask questions 
regarding their babyôs health and care enabled parents to become comfortable caring for 
their baby.  

Parents valued information regarding the future (such as hereditary issues) and having 
sufficient information to be involved in decision-making. 
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The evidence addressed the importance parents placed on the format, timing and 
consistency of information provided, and the committee discussed the need for the medical 
and nursing teams to agree with parents the method of delivery and frequency of information. 
The evidence demonstrated that parents value information that is consistent between 
healthcare professionals so as to avoid confusion and mistrust.  

Due to the complexity of medical information, the committee agreed that information shared 
with parents and carers should where appropriate be followed-up by high-quality written and 
online resources, and that parents are aware of key contacts on the neonatal unit.  

The committee agreed that the potential benefits of the recommendations would include 
more accurate and consistent information, enabling parents and carers to feel more confident 
and improving relationships between staff and parents/carers.  

The committee did not identify any harms related to these recommendations.  

The committee discussed the value placed by parents on information for the future (such as 
hereditary issues) but did not make any recommendations as they felt this may require 
specialist information provision, would be on a case-by-case basis, and did not apply to the 
majority of babies requiring respiratory support.  

Cost effectiveness and resource use 

There was no economic evidence on the cost-effectiveness of information provision to 
parents and carers of preterm babies requiring respiratory support.  

However, the committee noted that there would be costs associated with implementing these 
recommendations, including costs in terms of the time needed to share information and the 
costs of translating or interpreting information that needed to be provided in languages other 
than English. 

The committee expressed the view that providing prenatal and postnatal information, 
caregiving information, infantôs health status information and making sure that neonatal unit 
environment is supportive and friendly are integral parts of most services and providing such 
supplementary advice would have only modest resource implications, if any, which are 
justifiable as these principles and factors are deemed essential in ensuring the success of 
care in preterm babies requiring respiratory care. 

Similarly, the committee was of the view that staff training in providing effective support to 
parents and carers should be routinely undertaken by professionals (including medical staff) 
working with babies requiring respiratory support and would not incur significant extra 
resource implications. The committee expressed the view that the cost of providing training 
of professionals is relatively small, taking into account that it has the potential to significantly 
change the behaviour of professionals in meaningful and positive ways (for example, being 
better placed to facilitate parentsô involvement in care and minimising parental anxiety, acting 
as role models that the parents could observe, better ability to communicate with family and 
carers and the potential to reduce their burden) and make their overall interactions more 
efficient when dealing with parents and carers. Overall, the committee considered that such 
staff training is expected to lead to savings to the NHS. 

Other factors the committee took into account 

The committee agreed that information should be available in different languages and that 
print materials should be easily readable and accessible to parents with lower levels of 
literacy.  
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Appendices 

Appendix A ï Review protocols 

Review protocol for question 6.1 What parent and carer involvement is effective in the care of preterm babies who are 
receiving respiratory support? 

Field (based on PRISMA-P Content 

Review question in SCOPE What involvement do parents, carers and family members value in the 
care of babies who are receiving respiratory support? 

Review question in guideline What parent and carer involvement is effective in the care of preterm 
babies who are receiving respiratory support?  

 

Type of review question Intervention 

Objective of the review To determine the impact of parent and carer involvement on short and 
long- term outcomes for preterm babies receiving respiratory support 
such as comfort, feeding, and neurodevelopmental outcomes.  

Eligibility criteria ï population/disease/condition/issue/domain Preterm babies receiving respiratory support 

Exclusions: 

¶ Preterm babies with any congenital abnormalities excluding 
patent ductus arteriosus 

¶ Preterm babies who are ventilated solely due to a specific non-
respiratory comorbidity, such as sepsis, NEC, neurological 
disorders 

¶ RCTs with <15 participants in each arm will not routinely be 
included. Consideration will be given to their inclusion if the 
evidence from larger RCTs is judged not to be sufficient ï in 
quality or quantity. 

¶ Studies where >2/3 of preterm babies receive respiratory 
support will be included in the review 

http://www.prisma-statement.org/Extensions/Protocols.aspx
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Field (based on PRISMA-P Content 

¶ RCTs with <15 participants in each arm was chosen as a 
minimum number in order for an analysis that is based on 
normal distribution (e.g. t-test) to be reasonably valid. 

 

Eligibility criteria ï intervention(s)/exposure(s)/prognostic factor(s) Parent carer involvement:  

1) Kangaroo Care 

2) Skin to skin 

3) Early parent/carer interaction 

- positive touch 

- comfort holding 

- non-nutritive sucking 

4) Family integrated care 

5) NIDCAP® (Newborn Individualised Developmental Care and 
Assessment Programme) 

6)  Verbal Interaction: 

- reading 

- singing to babies 

- talking to babies 

7) Involvement of parents/carers early on in feeding e.g.  

- Tube feeding 

- Bottle feeding 

- Expressing 

- Breastfeeding 

8) Specially trained healthcare professionals in guiding 
parents/carers on their involvement in the care of their preterm 
babies 

 

Eligibility criteria ï comparator(s)/control or reference (gold) standard Comparisons: 

Intervention versus conventional care 

http://www.prisma-statement.org/Extensions/Protocols.aspx
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Field (based on PRISMA-P Content 

 

Outcomes and prioritisation Critical outcomes: 

¶ Days in hospital during initial admission 

¶ Bronchopulmonary dysplasia (oxygen dependency at 36 weeks 
post menstrual age or 28 days of age) 

¶ Neurodevelopmental outcomes at >18 months: 

o Cerebral palsy (reported as presence or absence of 
condition, not severity of condition) 

o Neurodevelopmental delay (reported as dichotomous 
outcomes, not continuous outcomes such as mean change 
in score) 

o Severe (score of >2 SD below normal on validated 
assessment scales, or on Bayleys assessment 
scale of mental developmental index (MDI) or 
psychomotor developmental index (PDI) <70 or 
complete inability to assign score due to CP or 
severe cognitive delay) 

o Moderate (score of 1-2 SD below normal on 
validated assessment scales, or on Bayleys 
assessment scale of MDI or PDI 70-84 ) 

o Neurosensory impairment (reported as presence or absence 
of condition) 

o Severe hearing impairment (e.g deaf) 

o Severe visual impairment (e.g blind) 

Important outcomes: 

¶ Number of episodes of confirmed or suspected sepsis during 
initial hospitalisation 

¶ Mortality prior to discharge 

¶ Infant growth defined as changes in z scores for at 3, 6, 12 and 
24 months of age: 

o Weight 

http://www.prisma-statement.org/Extensions/Protocols.aspx
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Field (based on PRISMA-P Content 

o Height 

o Head circumference 

¶ Parental/ carer satisfaction using validated scales 

 

Eligibility criteria ï study design  Systematic reviews of RCTs 

RCTs 

If insufficient RCTs: prospective cohort studies 

If insufficient prospective cohort studies: retrospective cohort studies 

 

Other inclusion exclusion criteria Inclusion: 

English language 

Developed countries with a neonatal care system similar to the UK  (e.g. 
OECD countries) 

Studies conducted post 1990 

Proposed sensitivity/sub-group analysis, or meta-regression Stratified analyses based on the following sub-groups: 

Gestational age: 

 <26+6 weeks 

 27-31+6 weeks 

 32-36+6 weeks 

A sensitivity analysis will be conducted if there is sufficient heterogeneity 
in the analyses.  

Selection process ï duplicate screening/selection/analysis Sifting, data extraction, appraisal of methodological quality and GRADE 
assessment will be performed by the systematic reviewer. Resolution of 
any disputes will be with the senior systematic reviewer and the Topic 
Advisor. Quality control will be performed by the senior systematic 
reviewer.  

Dual sifting and data extraction will not be undertaken for this question. 

Data management (software) Pairwise meta-analyses will be performed using Cochrane Review 
Manager (RevMan5).  

http://www.prisma-statement.org/Extensions/Protocols.aspx
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Field (based on PRISMA-P Content 

 óGRADEproô will be used to assess the quality of evidence for each 
outcome. 

NGA STAR software will be used for study sifting, data extraction, 
recording quality assessment using checklists and generating 
bibliographies/citations. 

Information sources ï databases and dates Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, 
DARE, HTA, Embase 

Limits (e.g. date, study design):  

Apply standard animal/non-English language exclusion 

Limit to RCTs and systematic reviews in first instance but download all 
results 

Dates: from 1990 

Studies conducted post 1990 will be considered for this review question, 
as the GC felt that significant advances have occurred in ante-natal and 
post-natal respiratory management since this time period and outcomes 
for preterm babies prior to 1990 are not the same as post 1990. 

 

Identify if an update  Not an update 

Author contacts Developer: NGA 

Highlight if amendment to previous protocol  For details please see section 4.5 of Developing NICE guidelines: the 
manual 

Search strategy  For details please see appendix B  

Data collection process ï forms/duplicate A standardised evidence table format will be used, and published as 
appendix D (clinical evidence tables) or H (economic evidence tables). 

Data items ï define all variables to be collected For details please see evidence tables in appendix D (clinical evidence 
tables) or H (economic evidence tables). 

Methods for assessing bias at outcome/study level Standard study checklists were used to critically appraise individual 
studies. For details please see section 6.2 of Developing NICE 
guidelines: the manual 

Appraisal of methodological quality:  
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Field (based on PRISMA-P Content 

The methodological quality of each study will be assessed using an 
appropriate checklist: 

Å AMSTAR for systematic reviews 

Å Cochrane risk of bias tool for RCTs 

Å Cochrane risk of bias tool for non-randomised studies 

The risk of bias across all available evidence was evaluated for each 
outcome using an adaptation of the óGrading of Recommendations 
Assessment, Development and Evaluation (GRADE) toolboxô developed 
by the international GRADE working group 
http://www.gradeworkinggroup.org/   

Criteria for quantitative synthesis (where suitable) For details please see section 6.4 of Developing NICE guidelines: the 
manual 

Methods for analysis ï combining studies and exploring (in)consistency The quality of the evidence for an outcome (i.e. across studies) will be 
assessed using GRADE. 

Synthesis of data: 

Pairwise meta-analysis will be conducted where appropriate 

When meta-analysing continuous data, final and change scores will be 
pooled and if any studies reports both, the method used in the majority 
of studies will be analysed. 

Inconsistency: 

Inconsistency in pairwise meta-analyses will be assessed through the I2 
statistic and through visual analysis of the forest plot generated. A 
sensitivity analysis will be conducted where significant heterogeneity is 
identified. 

Minimally important differences:  

Default values will be used of: 0.8 and 1.25 for dichotomous outcomes; 
0.5 times SD for continuous outcomes from mean baseline for both 
groups, unless more appropriate values are identified by the guideline 
committee or in the literature. 

Mortality ï any change (statistically significant)  
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Meta-bias assessment ï publication bias, selective reporting bias For details please see section 6.2 of Developing NICE guidelines: the 
manual.  

If sufficient relevant RCT evidence is available, publication bias will be 
explored using RevMan software to examine funnel plots.  

Trial registries will be examined to identify missing evidence: Clinical 
trials.gov, NIHR Clinical Trials Gateway 

Assessment of confidence in cumulative evidence  For details please see sections 6.4 and 9.1 of Developing NICE 
guidelines: the manual 

Rationale/context ï Current management For details please see the introduction to the evidence review in the full 
guideline. 

Describe contributions of authors and guarantor A multidisciplinary committee developed the guideline. The committee 
was convened by The National Guideline Alliance and chaired by Dr 
Janet Rennie in line with section 3 of Developing NICE guidelines: the 
manual. 

Staff from The National Guideline Alliance undertook systematic 
literature searches, appraised the evidence, conducted meta-analysis 
and cost-effectiveness analysis where appropriate, and drafted the 
guideline in collaboration with the committee. For details please see the 
methods chapter of the full guideline. 

Sources of funding/support The National Guideline Alliance is funded by NICE and hosted by the 
Royal College of Obstetricians and Gynaecologists 

Name of sponsor The National Guideline Alliance is funded by NICE and hosted by the 
Royal College of Obstetricians and Gynaecologists 

Roles of sponsor NICE funds The National Guideline Alliance to develop guidelines for 
those working in the NHS, public health, and social care in England 

PROSPERO registration number Not registered 
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Review protocol for question 6.2 What support is valued by parents and carers of preterm babies requiring respiratory 
support? 

Field (based on PRISMA-P Content 

Review question in SCOPE What are the benefits and risks of involving parents, carers and 
family members in the care of babies who are receiving respiratory 
support? 

Review question in guideline What support is valued by parents and carers of preterm babies 
who are receiving respiratory support on the neonatal unit? 

  

Type of review question Qualitative 

Objective of the review To determine what support is valued by parents and carers of 
preterm babies who are receiving respiratory support in the 
neonatal unit. 

Three objectives have been set up: 

1. Explore the areas of support that would benefit parents and 
carers of preterm babies who are receiving respiratory 
support on the neonatal unit and assess the means through 
which parents and carers would like to receive support 

2. Explore the areas of support that parents and carers have 
found acceptable and effective  

3. Determine ways to improve parent and carersô experience 
of having a baby who is receiving respiratory support 
through supporting their presence and involvement in their 
babyôs care during their stay on the neonatal unit 

Eligibility criteria ï population/disease/condition/issue/domain Inclusions: 

¶ Parents or carers of preterm babies who require respiratory 
support  

¶ Studies of parents or carers whose baby is born below 37 
weeks gestation  

Exclusions: 
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Field (based on PRISMA-P Content 

¶ Parents or carers of preterm babies with any congenital 
abnormalities excluding PDA 

¶ Parents or carers of preterm babies who are ventilated 
solely due to a specific non-respiratory comorbidity, such as 
sepsis, NEC, neurological disorders 

¶ Studies where >2/3 of preterm babies receive respiratory 
support will be included in the review  

¶ Quantitative data  

 

Eligibility criteria ï intervention(s)/exposure(s)/prognostic factor(s) Context: 

Type of support for parents and carers with regards to preterm 
babies requiring respiratory support on the neonatal unit.  

 

Eligibility criteria ï comparator(s)/control or reference (gold) standard N/A 

Outcomes and prioritisation Themes 

Themes will be identified from the literature, but expected themes 
are: 

¶ Psychological and Social support: 

o Counselling  

o Crisis intervention  

o Emotional support  

o Stress management 

o Vulnerable families, safeguarding  

o Support groups 

¶ Support from staff: 

o Parental participation in decision-making, including 
participation in ward rounds 

o Parental presence and participation in care-giving 

¶ Hospital design and supportive spaces: 
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Field (based on PRISMA-P Content 

o Facilities to support family presence in the neonatal 
unit e.g. comfortable reclining chairs  

o Accommodation, food 

o Parking and public transport links 

o Design of physical space that take into account 
infantsô, familiesô, and staff membersô needs  

¶ Financial support 

o Transportation to and from hospital, parking 

o Child care  

 

Eligibility criteria ï study design  Qualitative methods: 

Semi-structured and structured interviews, focus groups, 
observations 

Quantitative designs: 

Surveys (from which only qualitative data will be included) 

Other inclusion exclusion criteria Inclusion: 

¶ English language 

¶ Developed countries with a neonatal care system similar to 
the UK  (e.g. OECD countries) 

¶ Studies conducted post 1990 

Proposed sensitivity/sub-group analysis, or meta-regression Stratified analyses based on the following sub-groups: 

Gestational age: 

¶ <26+6 weeks 

¶ 27-31+6 weeks 

¶ 32-36+6 weeks 

Selection process ï duplicate screening/selection/analysis Sifting, data extraction, appraisal of methodological quality and 
GRADE-CERQual assessment will be performed by the systematic 
reviewer. Resolution of any disputes will be with the senior 
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Field (based on PRISMA-P Content 

systematic reviewer and the Topic Advisor. Quality control will be 
performed by the senior systematic reviewer.  

Dual sifting and data extraction will not be undertaken for this 
question. 

Data management (software) NGA STAR software will be used for study sifting, data extraction, 
recording quality assessment using checklists and generating 
bibliographies/citations. 

Microsoft Excel will be used to organise data into themes 

Information sources ï databases and dates Sources to be searched: Medline, Medline In-Process, CCTR, 
CDSR, DARE, HTA, Embase, PsycINFO, CINAHL 

Limits (e.g. date, study design):  

Apply standard animal/non-English language exclusion 

Dates: from 1990 

Studies conducted post 1990 will be considered for this review 
question, as the GC felt that significant advances have occurred in 
antenatal and postnatal respiratory management that would 
influence the supports available to parents and carers of preterm 
babies, and thus what they might value, post-1990 that are not the 
same as prior to 1990. 

 

Identify if an update  Not an update 

Author contacts Developer: NGA 

Highlight if amendment to previous protocol  N/A 

Search strategy  For details please see appendix B.  

Data collection process ï forms/duplicate A standardised evidence table format will be used, and published 
as appendix D (clinical evidence tables) and H (economic evidence 
tables).  

Data items ï define all variables to be collected For details please see evidence tables in appendix D (clinical 
evidence tables) and H (economic evidence tables).  
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Methods for assessing bias at outcome/study level  The methodological quality of each study will be assessed using 
the NICE checklists for evaluating the quality of qualitative research 

Criteria for quantitative synthesis (where suitable) N/A  

Methods for analysis ï combining studies and exploring (in)consistency Appraisal of methodological quality:  

The quality of the evidence for a theme (i.e. across studies) will be 
assessed using GRADE-CERQual, a process like GRADE that is 
adapted for qualitative information  

Synthesis of data:  

Thematic content analysis will be used to synthesise the qualitative 
data. It is a qualitative analytic method that identifies and reports 
recurrent themes. Thematic analysis is used in qualitative research 
to focus on examining themes within data and goes beyond 
counting phrases or words to identifying implicit and explicit ideas 
within the data.  

A theme map may also be presented if there is sufficient 
information identified in the search. 

Meta-bias assessment ï publication bias, selective reporting bias N/A  

 

Assessment of confidence in cumulative evidence  For details please see sections 6.4 and 9.1 of Developing NICE 
guidelines: the manual. 

Rationale/context ï Current management For details please see the introduction to the evidence review in the 
full guideline. 

Describe contributions of authors and guarantor A multidisciplinary committee developed the guideline. The 
committee was convened by The National Guideline Alliance and 
chaired by Dr Janet Rennie in line with section 3 of Developing 
NICE guidelines: the manual. 

Staff from The National Guideline Alliance undertook systematic 
literature searches, appraised the evidence, conducted meta-
analysis and cost-effectiveness analysis where appropriate, and 
drafted the guideline in collaboration with the committee. For details 
please see the methods chapter of the full guideline. 
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Sources of funding/support The National Guideline Alliance is funded by NICE and hosted by 
the Royal College of Obstetricians and Gynaecologists 

Name of sponsor The National Guideline Alliance is funded by NICE and hosted by 
the Royal College of Obstetricians and Gynaecologists 

Roles of sponsor NICE funds The National Guideline Alliance to develop guidelines 
for those working in the NHS, public health, and social care in 
England 

PROSPERO registration number Not registered 

Review protocol for question 6.3 What information, and in what format, is valued by parents and carers of preterm babies 
who are receiving respiratory support on the neonatal unit? 

Field (based on PRISMA-P Content 

Review question in SCOPE What information, and in what format, is valued by parents and carers of 
babies who are receiving respiratory support in hospital, both during 
admission and at discharge? 

Review question in guideline What information, and in what format, is valued by parents and carers of 
preterm babies who are receiving respiratory support on the neonatal 
unit? 

 

Type of review question Qualitative 

Objective of the review To determine what information, and in what format, parents and carers 
of preterm babies who are receiving respiratory support on the neonatal 
unit value 

Two objectives have been set up: 

1. To explore the type of information that parents and carers of 
preterm babies who are receiving respiratory support on the 
neonatal unit find valuable 

2. To assess the formats through which parents and carers would 
like to receive information  
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Eligibility criteria ï population/disease/condition/issue/domain Parents or carers of preterm babies who require respiratory support on 
the neonatal unit  

Inclusions: 

¶ Parents or carers of preterm babies who require respiratory 
support  

¶ Studies of parents or carers of preterm babies born below 37 
weeks gestation 

Exclusions: 

¶ Parents or carers of preterm babies with any congenital 
abnormalities except PDA 

¶ Parents or carers of preterm babies who are ventilated solely 
due to a specific non-respiratory comorbidity, such as sepsis, 
NEC, neurological disorders 

Studies where >2/3 of preterm babies receive respiratory support will be 
included in the review  

Quantitative data 

 

Eligibility criteria ï intervention(s)/exposure(s)/prognostic factor(s) Context: 

Information content with regards to preterm babies who are receiving 
respiratory support during their stay on the neonatal unit    

 

Eligibility criteria ï comparator(s)/control or reference (gold) standard N/A 

Outcomes and prioritisation Themes ï information and format  

Themes will be identified from the literature, but expected themes are: 

¶ Formats 

o In person 

Á Presentations 

Á Health care professionals  

Á Peer support groups  

Á Neonatal groups 
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o Print 

Á Pamphlets, books, magazines 

Á Parent information binder  

o Online 

Á Videos 

Á Webinars 

Á Condition-specific organisations 

Á Internet resources 

o Technology 

Á Television 

Á DVD 

Á Mobile applications 

Á Call line  

Á Audio recordings 

Á Webcams 

Á Baby diaries/journey boxes  

¶ Qualities 

o Availability of different languages 

o Equality of access e.g. vision impairment   

o Timing of access 

o Frequency of accessibility e.g. is a particular format 
really valuable, but very hard to get access to? 

¶ Types of information  

o Clinical Information 

Á Equipment 

Á Prognosis 

Á Participation in ward rounds 

Á Risks  

Á Medication 
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Á Medical options 

Á Infantôs health and care  

¶ Feeding and weight gain 

¶ Behavioural cues and developmental 
stages     

o Parent/carer-infant bonding information  

Á Positive touch techniques, including kangaroo 
care (skin-to-skin contact with the baby against 
the parent/carerôs chest) and comfort holding 
(cradling baby with still touch) 

Á Infant care - breastfeeding, feeding, changing   

Á Behavioural cues  

o Coping information  

Á Support groups  

Á Stress education  

Eligibility criteria ï study design  Qualitative methods: 

Semi-structured and structured interviews, focus groups, observations 

Quantitative methods: 

Surveys (from which only qualitative data will be extracted) 

Other inclusion exclusion criteria Inclusion: 

¶ English language 

¶ Developed countries with a neonatal care system similar to the 
UK  (e.g. OECD countries) 

¶ Studies conducted post 1990 

Proposed sensitivity/sub-group analysis, or meta-regression Stratified analyses based on the following sub-groups: 

Gestational age: 

¶ <26+6 weeks 

¶ 27-31+6 weeks 

¶ 32-36+6 weeks 
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Selection process ï duplicate screening/selection/analysis Sifting, data extraction, appraisal of methodological quality and GRADE-
CERQual assessment will be performed by the systematic reviewer. 
Resolution of any disputes will be with the senior systematic reviewer 
and the Topic Advisor. Quality control will be performed by the senior 
systematic reviewer.  

Dual sifting and data extraction will not be undertaken for this question. 

Data management (software) NGA STAR software will be used for study sifting, data extraction, 
recording quality assessment using checklists and generating 
bibliographies/citations. 

Microsoft Excel will be used to organise data into themes 

Information sources ï databases and dates Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, 
DARE, HTA, Embase, PsycINFO, CINAHL 

Limits (e.g. date, study design):  

Apply standard animal/non-English language exclusion 

Dates: from 1990 

Studies conducted post 1990 will be considered for this review question, 
as the GC felt that significant advances have occurred in antenatal and 
postnatal respiratory management that would influence the information 
that parents and carers of preterm babies might value post-1990 that are 
not the same as prior to 1990. 

 

Identify if an update  Not an update 

Author contacts Developer: NGA 

Highlight if amendment to previous protocol  N/A 

Search strategy  For details please see appendix B.  

Data collection process ï forms/duplicate A standardised evidence table format will be used, and published as 
appendix D (clinical evidence tables) and H (economic evidence tables).  

Data items ï define all variables to be collected For details please see evidence tables in appendix D (clinical evidence 
tables) or H (economic evidence tables). 
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Methods for assessing bias at outcome/study level N/A 

The methodological quality of each study will be assessed using the 
NICE checklists for evaluating the quality of qualitative research 

Criteria for quantitative synthesis (where suitable) N/A 

Methods for analysis ï combining studies and exploring (in)consistency Appraisal of methodological quality:  

The quality of the evidence for a theme (i.e. across studies) will be 
assessed using GRADE-CERQual, a process like GRADE that is 
adapted for qualitative information  

Synthesis of data:  

Thematic content analysis will be used to synthesise the qualitative data. 
It is a qualitative analytic method that identifies and reports recurrent 
themes. Thematic analysis is used in qualitative research to focus on 
examining themes within data and goes beyond counting phrases or 
words to identifying implicit and explicit ideas within the data.  

A theme map may also be presented if there is sufficient information 
identified in the search. 

Meta-bias assessment ï publication bias, selective reporting bias N/A 

 

Assessment of confidence in cumulative evidence  For details please see sections 6.4 and 9.1 of Developing NICE 
guidelines: the manual 

Rationale/context ï Current management For details please see the introduction to the evidence review in the full 
guideline. 

Describe contributions of authors and guarantor A multidisciplinary committee developed the guideline. The committee 
was convened by The National Guideline Alliance and chaired by Dr 
Janet Rennie in line with section 3 of Developing NICE guidelines: the 
manual. 

Staff from The National Guideline Alliance undertook systematic 
literature searches, appraised the evidence, conducted meta-analysis 
and cost-effectiveness analysis where appropriate, and drafted the 
guideline in collaboration with the committee. For details please see the 
methods chapter of the full guideline. 
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Sources of funding/support The National Guideline Alliance is funded by NICE and hosted by the 
Royal College of Obstetricians and Gynaecologists 

Name of sponsor The National Guideline Alliance is funded by NICE and hosted by the 
Royal College of Obstetricians and Gynaecologists 

Roles of sponsor NICE funds The National Guideline Alliance to develop guidelines for 
those working in the NHS, public health, and social care in England 

PROSPERO registration number Not registered 
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Appendix B ï Literature search strategies 

Literature search strategies for question 6.1 What parent and carer involvement is 
effective in the care of preterm babies who are receiving respiratory support? 

Systematic reviews and RCTs 

Date of initial search: 18/10/2017 

Database(s): Embase 1980 to 2017 Week 41, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present  

Date of updated search: 26/06/2018 

Database(s): Embase 1980 to 2018 Week 26, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh$).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Professional-Family Relations/ 

35 Object Attachment/ 

36 Infant Care/ 

37 Kangaroo-Mother Care Method/ 

38 exp Parent-Child Relations/ 

39 Touch/ or Touch Perception/ 

40 Facilitated Tucking/ 

41 Sucking Behavior/ 

42 Pacifiers/ 

43 exp Voice/ or Speech/ 
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# Searches 

44 Acoustic Stimulation/ 

45 Reading/ 

46 Singing/ 

47 Music Therapy/ 

48 Patient Participation/ 

49 Enteral Nutrition/ 

50 Bottle Feeding/ 

51 exp Breast Feeding/ 

52 Rooming-in Care/ 

53 or/34-52 use ppez 

54 human relation/ 

55 family centered care/ 

56 exp emotional attachment/ 

57 infant care/ 

58 kangaroo care/ 

59 exp child parent relation/ 

60 exp touch/ or tactile stimulation/ 

61 facilitated tucking/ or body position/ 

62 sucking/ 

63 pacifier/ 

64 voice/ or speech/ 

65 maternal voice intervention/ 

66 exp sensory stimulation/ 

67 reading/ 

68 singing/ 

69 music therapy/ 

70 patient participation/ 

71 enteric feeding/ 

72 bottle feeding/ 

73 exp breast feeding/ 

74 rooming in/ 

75 or/54-74 use emez 

76 (family?centred or family?centered or family?integrat*).tw. 

77 (involv* or interact* or participat* or support* or satisf* or dissatisf* or well being or well?being).tw. 

78 development* care.tw. 

79 (caregiving or caring or nurtur*).tw. 

80 NIDCAP.tw. 

81 ((skin adj2 skin) or (kangaroo adj2 (care or interact* or position* or support*))).tw. 

82 (bond or bonding or attachment).tw. 

83 (hold or holding or cuddl* or rock* or swaddl* or touch* or tactile).tw. 

84 (suck* or dummy or dummies or pacifier*).tw. 

85 (read or reading or sing* or song* or lullab* or talk* or voice* or vocal).tw. 

86 ((auditory or acoustic or noise) adj2 stimulat*).tw. 

87 (tubefeed* or (tube adj feed*) or (enter* adj feed*) or (enter* adj nutrition)).tw. 

88 (breastfeed* or (breast adj milk) or breastmilk or breastfed or (breast adj feed*) or (breast adj fed)).tw. 

89 (express* adj2 milk).tw. 

90 or/76-89 

91 53 or 75 or 90 

92 33 and 91 

93 limit 92 to english language 

94 limit 93 to yr="1990 -Current" 

95 Letter/ use ppez 

96 letter.pt. or letter/ use emez 

97 note.pt. 

98 editorial.pt. 

99 Editorial/ use ppez 

100 News/ use ppez 

101 exp Historical Article/ use ppez 

102 Anecdotes as Topic/ use ppez 

103 Comment/ use ppez 

104 Case Report/ use ppez 

105 case report/ or case study/ use emez 

106 (letter or comment*).ti. 

107 or/95-106 

108 randomized controlled trial/ use ppez 

109 randomized controlled trial/ use emez 

110 random*.ti,ab. 

111 or/108-110 

112 107 not 111 
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FINAL 
Involving and supporting parents and carers 

# Searches 

113 animals/ not humans/ use ppez 

114 animal/ not human/ use emez 

115 nonhuman/ use emez 

116 exp Animals, Laboratory/ use ppez 

117 exp Animal Experimentation/ use ppez 

118 exp Animal Experiment/ use emez 

119 exp Experimental Animal/ use emez 

120 exp Models, Animal/ use ppez 

121 animal model/ use emez 

122 exp Rodentia/ use ppez 

123 exp Rodent/ use emez 

124 (rat or rats or mouse or mice).ti. 

125 or/112-124 

126 94 not 125 

127 Meta-Analysis/ 

128 Meta-Analysis as Topic/ 

129 systematic review/ 

130 meta-analysis/ 

131 (meta analy* or metanaly* or metaanaly*).ti,ab. 

132 ((systematic or evidence) adj2 (review* or overview*)).ti,ab. 

133 ((systematic* or evidence*) adj2 (review* or overview*)).ti,ab. 

134 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab. 

135 (search strategy or search criteria or systematic search or study selection or data extraction).ab. 

136 (search* adj4 literature).ab. 

137 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation 
index or bids or cancerlit).ab. 

138 cochrane.jw. 

139 ((pool* or combined) adj2 (data or trials or studies or results)).ab. 

140 or/127-128,131,133-138 use ppez 

141 or/129-132,134-139 use emez 

142 or/140-141 

143 clinical Trials as topic.sh. or (controlled clinical trial or pragmatic clinical trial or randomized controlled trial).pt. or 
(placebo or randomi#ed or randomly).ab. or trial.ti. 

144 143 use ppez 

145 (controlled clinical trial or pragmatic clinical trial or randomized controlled trial).pt. or drug therapy.fs. or (groups or 
placebo or randomi#ed or randomly or trial).ab. 

146 145 use ppez 

147 crossover procedure/ or double blind procedure/ or randomized controlled trial/ or single blind procedure/ or (assign* 
or allocat* or crossover* or cross over* or ((doubl* or singl*) adj blind*) or factorial* or placebo* or random* or 
volunteer*).ti,ab. 

148 147 use emez 

149 144 or 146 

150 148 or 149 

151 142 or 150 

152 126 and 151 

153 remove duplicates from 152 

Observational studies 

Date of initial search: 18/10/17 

Database(s): Embase 1980 to 2017 Week 41, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present  

Date of updated search: 26/06/2018 

Database(s): Embase 1980 to 2018 Week 26, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 
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FINAL 
Involving and supporting parents and carers 

# Searches 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh$).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Professional-Family Relations/ 

35 Object Attachment/ 

36 Infant Care/ 

37 Kangaroo-Mother Care Method/ 

38 exp Parent-Child Relations/ 

39 Touch/ or Touch Perception/ 

40 Facilitated Tucking/ 

41 Sucking Behavior/ 

42 Pacifiers/ 

43 exp Voice/ or Speech/ 

44 Acoustic Stimulation/ 

45 Reading/ 

46 Singing/ 

47 Music Therapy/ 

48 Patient Participation/ 

49 Enteral Nutrition/ 

50 Bottle Feeding/ 

51 exp Breast Feeding/ 

52 Rooming-in Care/ 

53 or/34-52 use ppez 

54 human relation/ 

55 family centered care/ 

56 exp emotional attachment/ 

57 infant care/ 

58 kangaroo care/ 

59 exp child parent relation/ 

60 exp touch/ or tactile stimulation/ 

61 facilitated tucking/ or body position/ 

62 sucking/ 

63 pacifier/ 

64 voice/ or speech/ 

65 maternal voice intervention/ 

66 exp sensory stimulation/ 

67 reading/ 

68 singing/ 

69 music therapy/ 

70 patient participation/ 

71 enteric feeding/ 

72 bottle feeding/ 
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FINAL 
Involving and supporting parents and carers 

# Searches 

73 exp breast feeding/ 

74 rooming in/ 

75 or/54-74 use emez 

76 (family?centred or family?centered or family?integrat*).tw. 

77 (involv* or interact* or participat* or support* or satisf* or dissatisf* or well being or well?being).tw. 

78 development* care.tw. 

79 (caregiving or caring or nurtur*).tw. 

80 NIDCAP.tw. 

81 ((skin adj2 skin) or (kangaroo adj2 (care or interact* or position* or support*))).tw. 

82 (bond or bonding or attachment).tw. 

83 (hold or holding or cuddl* or rock* or swaddl* or touch* or tactile).tw. 

84 (suck* or dummy or dummies or pacifier*).tw. 

85 (read or reading or sing* or song* or lullab* or talk* or voice* or vocal).tw. 

86 ((auditory or acoustic or noise) adj2 stimulat*).tw. 

87 (tubefeed* or (tube adj feed*) or (enter* adj feed*) or (enter* adj nutrition)).tw. 

88 (breastfeed* or (breast adj milk) or breastmilk or breastfed or (breast adj feed*) or (breast adj fed)).tw. 

89 (express* adj2 milk).tw. 

90 or/76-89 

91 53 or 75 or 90 

92 33 and 91 

93 limit 92 to english language 

94 limit 93 to yr="1990 -Current" 

95 Letter/ use ppez 

96 letter.pt. or letter/ use emez 

97 note.pt. 

98 editorial.pt. 

99 Editorial/ use ppez 

100 News/ use ppez 

101 exp Historical Article/ use ppez 

102 Anecdotes as Topic/ use ppez 

103 Comment/ use ppez 

104 Case Report/ use ppez 

105 case report/ or case study/ use emez 

106 (letter or comment*).ti. 

107 or/95-106 

108 randomized controlled trial/ use ppez 

109 randomized controlled trial/ use emez 

110 random*.ti,ab. 

111 or/108-110 

112 107 not 111 

113 animals/ not humans/ use ppez 

114 animal/ not human/ use emez 

115 nonhuman/ use emez 

116 exp Animals, Laboratory/ use ppez 

117 exp Animal Experimentation/ use ppez 

118 exp Animal Experiment/ use emez 

119 exp Experimental Animal/ use emez 

120 exp Models, Animal/ use ppez 

121 animal model/ use emez 

122 exp Rodentia/ use ppez 

123 exp Rodent/ use emez 

124 (rat or rats or mouse or mice).ti. 

125 or/112-124 

126 94 not 125 

127 Epidemiologic Studies/ 

128 Case Control Studies/ 

129 Retrospective Studies/ 

130 Cohort Studies/ 

131 Longitudinal Studies/ 

132 Follow-Up Studies/ 

133 Prospective Studies/ 

134 Cross-Sectional Studies/ 

135 or/127-134 use ppez 

136 clinical study/ 

137 case control study/ 

138 family study/ 

139 longitudinal study/ 

140 retrospective study/ 

141 prospective study/ 
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FINAL 
Involving and supporting parents and carers 

# Searches 

142 cohort analysis/ 

143 or/136-142 use emez 

144 ((retrospective$ or cohort$ or longitudinal or follow?up or prospective or cross section$) adj3 (stud$ or research or 
analys$)).ti. 

145 135 or 143 or 144 

146 126 and 145 

147 remove duplicates from 146 

Health economics 

Date of initial search: 18/10/17 

Database(s): Embase 1980 to 2017 Week 41, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

Date of updated search: 26/06/2018 

Database(s): Embase 1980 to 2018 Week 26, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh$).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Professional-Family Relations/ 

35 Object Attachment/ 

36 Infant Care/ 

37 Kangaroo-Mother Care Method/ 

38 exp Parent-Child Relations/ 

39 Touch/ or Touch Perception/ 

40 Facilitated Tucking/ 

41 Sucking Behavior/ 

42 Pacifiers/ 
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FINAL 
Involving and supporting parents and carers 

# Searches 

43 exp Voice/ or Speech/ 

44 Acoustic Stimulation/ 

45 Reading/ 

46 Singing/ 

47 Music Therapy/ 

48 Patient Participation/ 

49 Enteral Nutrition/ 

50 Bottle Feeding/ 

51 exp Breast Feeding/ 

52 Rooming-in Care/ 

53 or/34-52 use ppez 

54 human relation/ 

55 family centered care/ 

56 exp emotional attachment/ 

57 infant care/ 

58 kangaroo care/ 

59 exp child parent relation/ 

60 exp touch/ or tactile stimulation/ 

61 facilitated tucking/ or body position/ 

62 sucking/ 

63 pacifier/ 

64 voice/ or speech/ 

65 maternal voice intervention/ 

66 exp sensory stimulation/ 

67 reading/ 

68 singing/ 

69 music therapy/ 

70 patient participation/ 

71 enteric feeding/ 

72 bottle feeding/ 

73 exp breast feeding/ 

74 rooming in/ 

75 or/54-74 use emez 

76 (family?centred or family?centered or family?integrat*).tw. 

77 (involv* or interact* or participat* or support* or satisf* or dissatisf* or well being or well?being).tw. 

78 development* care.tw. 

79 (caregiving or caring or nurtur*).tw. 

80 NIDCAP.tw. 

81 ((skin adj2 skin) or (kangaroo adj2 (care or interact* or position* or support*))).tw. 

82 (bond or bonding or attachment).tw. 

83 (hold or holding or cuddl* or rock* or swaddl* or touch* or tactile).tw. 

84 (suck* or dummy or dummies or pacifier*).tw. 

85 (read or reading or sing* or song* or lullab* or talk* or voice* or vocal).tw. 

86 ((auditory or acoustic or noise) adj2 stimulat*).tw. 

87 (tubefeed* or (tube adj feed*) or (enter* adj feed*) or (enter* adj nutrition)).tw. 

88 (breastfeed* or (breast adj milk) or breastmilk or breastfed or (breast adj feed*) or (breast adj fed)).tw. 

89 (express* adj2 milk).tw. 

90 or/76-89 

91 53 or 75 or 90 

92 33 and 91 

93 limit 92 to english language 

94 limit 93 to yr="1990 -Current" 

95 Letter/ use ppez 

96 letter.pt. or letter/ use emez 

97 note.pt. 

98 editorial.pt. 

99 Editorial/ use ppez 

100 News/ use ppez 

101 exp Historical Article/ use ppez 

102 Anecdotes as Topic/ use ppez 

103 Comment/ use ppez 

104 Case Report/ use ppez 

105 case report/ or case study/ use emez 

106 (letter or comment*).ti. 

107 or/95-106 

108 randomized controlled trial/ use ppez 

109 randomized controlled trial/ use emez 

110 random*.ti,ab. 

111 or/108-110 
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# Searches 

112 107 not 111 

113 animals/ not humans/ use ppez 

114 animal/ not human/ use emez 

115 nonhuman/ use emez 

116 exp Animals, Laboratory/ use ppez 

117 exp Animal Experimentation/ use ppez 

118 exp Animal Experiment/ use emez 

119 exp Experimental Animal/ use emez 

120 exp Models, Animal/ use ppez 

121 animal model/ use emez 

122 exp Rodentia/ use ppez 

123 exp Rodent/ use emez 

124 (rat or rats or mouse or mice).ti. 

125 or/112-124 

126 94 not 125 

127 Economics/ 

128 Value of life/ 

129 exp "Costs and Cost Analysis"/ 

130 exp Economics, Hospital/ 

131 exp Economics, Medical/ 

132 Economics, Nursing/ 

133 Economics, Pharmaceutical/ 

134 exp "Fees and Charges"/ 

135 exp Budgets/ 

136 or/127-135 use ppez 

137 health economics/ 

138 exp economic evaluation/ 

139 exp health care cost/ 

140 exp fee/ 

141 budget/ 

142 funding/ 

143 or/137-142 use emez 

144 budget*.ti,ab. 

145 cost*.ti. 

146 (economic* or pharmaco?economic*).ti. 

147 (price* or pricing*).ti,ab. 

148 (cost* adj2 (effective* or utilit* or benefit* or minimi* or unit* or estimat* or variable*)).ab. 

149 (financ* or fee or fees).ti,ab. 

150 (value adj2 (money or monetary)).ti,ab. 

151 or/144-149 

152 136 or 143 or 151 

153 126 and 152 

154 remove duplicates from 153 

Systematic reviews, RCTs and Health economics 

Date of initial search: 18/10/2017 

Databases: The Cochrane Library, issue 10 of 12, October 2017 

Date of updated search: 27/06/2018 

Databases: The Cochrane Library, issue 6 of 12, June 2018 
ID Search 

#1 MeSH descriptor: [Infant, Newborn] explode all trees 

#2 (infan* or neonat* or neo-nat* or newborn* or baby or babies or preterm or pre-term or prematur* or pre-matur* or 
pre?mie* or premie or premies or low birth weight or very low birth weight):ti,ab,kw  

#3 (LBW or VLBW):ti,ab  

#4 MeSH descriptor: [Respiratory Distress Syndrome, Newborn] explode all trees 

#5 MeSH descriptor: [Intensive Care, Neonatal] explode all trees 

#6 MeSH descriptor: [Intensive Care Units, Neonatal] explode all trees 

#7 MeSH descriptor: [Neonatal Nursing] explode all trees 

#8 ((newborn or neonat* or neo-nat*) near/2 (unit or care or department* or facilit* or hospital* or ICU*)):ti,ab,kw  

#9 (special near baby next unit*)  

#10 (SCBU or NICU):ti,ab  
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FINAL 
Involving and supporting parents and carers 

ID Search 

#11 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie* or premies) near/2 (unit* or 
care or department* or facilit* or hospital*)):ti,ab,kw  

#12 {or #1-#11}  

#13 MeSH descriptor: [Family] explode all trees 

#14 MeSH descriptor: [Caregivers] explode all trees 

#15 (famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*):ti,ab,kw  

#16 {or #13-#15}  

#17 #12 and #16 Publication Year from 1990 to 2017 

#18 MeSH descriptor: [Professional-Family Relations] this term only 

#19 MeSH descriptor: [Object Attachment] this term only 

#20 MeSH descriptor: [Infant Care] explode all trees 

#21 MeSH descriptor: [Parent-Child Relations] explode all trees 

#22 MeSH descriptor: [Touch Perception] explode all trees 

#23 MeSH descriptor: [Touch] this term only 

#24 MeSH descriptor: [Sucking Behavior] explode all trees 

#25 MeSH descriptor: [Pacifiers] this term only 

#26 MeSH descriptor: [Voice] explode all trees 

#27 MeSH descriptor: [Speech] this term only 

#28 MeSH descriptor: [Acoustic Stimulation] this term only 

#29 MeSH descriptor: [Reading] this term only 

#30 MeSH descriptor: [Singing] this term only 

#31 MeSH descriptor: [Music Therapy] this term only 

#32 MeSH descriptor: [Patient Participation] this term only 

#33 MeSH descriptor: [Enteral Nutrition] explode all trees 

#34 MeSH descriptor: [Bottle Feeding] this term only 

#35 MeSH descriptor: [Breast Feeding] explode all trees 

#36 ("family centred" or "family centered" or "family integrat*"):ti,ab  

#37 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (involv* or participat*)):ti,ab,kw  

#38 "development* care"  

#39 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (caregiving or caring or 
nurtur*)):ti,ab,kw  

#40 NIDCAP  

#41 ("skin to skin" or "kangaroo care" or "kangaroo position*" or "kangaroo support*"):ti,ab  

#42 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (bond or bonding or attachment)):ti,ab  

#43 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (hold or holding or cuddl* or rock* or 
swaddl* or touch* or tactile)):ti,ab  

#44 "non-nutriti* suck*" or pacifier* or dummy or dummies:ti,ab  

#45 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (read or reading or sing* or song* or 
lullab* or talk* or vocal or voice*)):ti,ab  

#46 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (auditory or acoustic or noise or 
stimulat*)):ti,ab  

#47 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (tubefeed* or (tube near feed*) or 
(enter* near feed*) or (enter* near nutrition))):ti,ab  

#48 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (breastfeed* or (breast adj milk) or 
breastmilk or breastfed or (breast adj feed*) or (breast adj fed))):ti,ab  

#49 ((famil* or parent or parents or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* 
or grandmother* or caregiver* or carer* or sibling* or brother* or sister*) near (express* near milk*)):ti,ab  

#50 {or #18-#49} Publication Year from 1990 to 2017 

#51 #17 and #50 Publication Year from 1990 to 2017 

 

Literature search strategies for question 6.2 What support is valued by parents 
and carers of preterm babies requiring respiratory support? 

Date of search: 25/09/2017 
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Database(s): Embase 1980 to 2017 Week 39, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh$).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Stress, Psychological/ use ppez 

35 exp stress/ use emez 

36 (stress* or anxious or anxiet* or worry or worri* or concern*).tw. 

37 exp Adaptation, Psychological/ use ppez 

38 psychological adjustment/ use emez 

39 exp coping behavior/ use emez 

40 exp Social Support/ use ppez 

41 caregiver support/ use emez 

42 self help/ use emez 

43 Self-Help Groups/ use ppez 

44 Counseling/ use ppez 

45 exp counseling/ use emez 

46 counsel*.tw. 

47 Crisis Intervention/ use ppez 

48 crisis intervention/ use emez 

49 Vulnerable Populations/ use ppez 

50 vulnerable population/ use emez 

51 exp Emotions/ use ppez 

52 exp Emotion/ use emez 

53 ((psychological or psychosocial or emotion* or social* or self or crisis) adj2 (support* or adjust* or intervention*)).tw. 

54 (family?centred or family?centered or family?integrat*).tw. 

55 (ward round* or involv* or support* or satisf* or dissatisf* or well being or well?being).tw. 

56 (caregiving or caring or nurtur*).tw. 

57 exp Choice Behavior/ use ppez 

58 Decision Support Techniques/ use ppez 

59 exp Decision Making/ use ppez 

60 decision making/ use emez 

61 family decision making/ use emez 

62 shared decision making/ use emez 

63 Professional-Family Relations/ use ppez 



 

86 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

# Searches 

64 human relation/ use emez 

65 (choice* or choose* or request* or prefer* or decide* or decision* or seek*).tw. 

66 "Hospital Design and Construction"/ use ppez 

67 hospital design/ use emez 

68 hospital building/ use emez 

69 ((hospital* or clinic*1 or unit* or department* or facilit*) adj2 (design* or environment* or comfort*)).tw. 

70 Rooming-in Care/ use ppez 

71 rooming in/ use emez 

72 (accommodat* or residen* or living or room*).tw. 

73 exp Food/ use ppez 

74 exp food/ use emez 

75 (food or eat* or drink*).tw. 

76 Parking Facilities/ use ppez 

77 exp "traffic and transport"/ use emez 

78 (parking or transport*).tw. 

79 Financial Support/ use ppez 

80 (financ* or cost* or money or expense*).tw. 

81 exp Child Rearing/ use ppez 

82 exp child care/ use emez 

83 (child care or childcare).tw. 

84 or/34-83 

85 33 and 84 

86 limit 85 to english language 

87 limit 86 to yr="1990-current" 

88 Letter/ use ppez 

89 letter.pt. or letter/ use emez 

90 note.pt. 

91 editorial.pt. 

92 Editorial/ use ppez 

93 News/ use ppez 

94 exp Historical Article/ use ppez 

95 Anecdotes as Topic/ use ppez 

96 Comment/ use ppez 

97 Case Report/ use ppez 

98 case report/ or case study/ use emez 

99 (letter or comment*).ti. 

100 or/88-99 

101 randomized controlled trial/ use ppez 

102 randomized controlled trial/ use emez 

103 random*.ti,ab. 

104 or/101-103 

105 100 not 104 

106 animals/ not humans/ use ppez 

107 animal/ not human/ use emez 

108 nonhuman/ use emez 

109 exp Animals, Laboratory/ use ppez 

110 exp Animal Experimentation/ use ppez 

111 exp Animal Experiment/ use emez 

112 exp Experimental Animal/ use emez 

113 exp Models, Animal/ use ppez 

114 animal model/ use emez 

115 exp Rodentia/ use ppez 

116 exp Rodent/ use emez 

117 (rat or rats or mouse or mice).ti. 

118 or/105-117 

119 87 not 118 

120 Qualitative Research/ use ppez 

121 qualitative research/ use emez 

122 Interview/ use ppez 

123 exp interview/ use emez 

124 (theme* or thematic).mp. 

125 qualitative.af. 

126 Nursing Methodology Research/ use ppez 

127 nursing methodology research/ use emez 

128 questionnaire*.mp. 

129 ethnological research.mp. 

130 ethnograph*.mp. 

131 ethnonursing.af. 

132 phenomenol*.af. 



 

87 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

# Searches 

133 (grounded adj (theor* or study or studies or research or analys?s)).af. 

134 (life stor* or women* stor* or men* stor* or people* stor* or person* stor*).mp. 

135 (emic or etic or hermeneutic* or heuristic* or semiotic*).af. or (data adj1 saturat*).tw. or participant observ*.tw. 

136 (social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or post-
modern* or feminis* or interpret*).mp. 

137 (action research or cooperative inquir* or co operative inquir* or co-operative inquir*).mp. 

138 (humanistic or existential or experiential or paradigm*).mp. 

139 (field adj (study or studies or research)).tw. 

140 human science.tw. 

141 biographical method.tw. 

142 theoretical sampl*.af. 

143 ((purpos* adj4 sampl*) or (focus adj group*)).af. 

144 (account or accounts or unstructured or open-ended or open ended or text* or narrative*).mp. 

145 (life world or life-world or conversation analys?s or personal experience* or theoretical saturation).mp. 

146 ((lived or life) adj experience*).mp. 

147 cluster sampl*.mp. 

148 observational method*.af. 

149 content analysis.af. 

150 (constant adj (comparative or comparison)).af. 

151 ((discourse* or discurs*) adj3 analys?s).tw. 

152 narrative analys?s.af. 

153 heidegger*.tw. 

154 colaizzi*.tw. 

155 spiegelberg*.tw. 

156 (van adj manen*).tw. 

157 (van adj kaam*).tw. 

158 (merleau adj ponty*).tw. 

159 husserl*.tw. 

160 foucault*.tw. 

161 (corbin* adj2 strauss*).tw. 

162 glaser*.tw. 

163 or/120-162 

164 Meta-Analysis/ 

165 Meta-Analysis as Topic/ 

166 systematic review/ 

167 meta-analysis/ 

168 (meta analy* or metanaly* or metaanaly*).ti,ab. 

169 ((systematic or evidence) adj2 (review* or overview*)).ti,ab. 

170 ((systematic* or evidence*) adj2 (review* or overview*)).ti,ab. 

171 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab. 

172 (search strategy or search criteria or systematic search or study selection or data extraction).ab. 

173 (search* adj4 literature).ab. 

174 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation 
index or bids or cancerlit).ab. 

175 cochrane.jw. 

176 ((pool* or combined) adj2 (data or trials or studies or results)).ab. 

177 or/162-163,166,168-173 use ppez 

178 or/164-167,169-174 use emez 

179 or/177-178 

180 163 or 179 

181 119 and 180 

182 remove duplicates from 181 

Date of search: 25/09/2017 

Database(s): AMED (Allied and Complementary Medicine) 1985 to September 2017, Health 
and Psychosocial Instruments 1985 to July 2017, Maternity & Infant Care Database 
(MIDIRS) 1971 to August 2017, PsycINFO 1806 to September Week 3 2017 

# Searches 

1 Premature Birth/ or Neonatal Period/ or Birth Weight/ 

2 1 use psyh 

3 exp Infant Newborn/ use amed 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 (low adj3 birth adj3 weigh$).tw. 

7 (LBW or VLBW).tw. 

8 or/2-7 

9 Neonatal Intensive Care/ use psyh 
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10 Intensive Care Neonatal/ use amed 

11 (special and care and baby and unit*).tw. 

12 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

13 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

14 (SCBU or NICU).tw. 

15 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

16 or/9-14 

17 8 and 16 

18 exp Family/ or exp Family Members/ or exp Family Relations/ or Caregivers/ 

19 18 use psyh 

20 exp Family/ use amed 

21 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

22 (sibling* or brother* or sister*).tw. 

23 or/19-22 

24 17 and 23 

25 Psychological Stress/ or exp Stress Reactions/ or exp Anxiety/ or Emotional Trauma/ 

26 25 use psyh 

27 Stress Psychological/ use amed 

28 (stress* or anxious or anxiet* or worry or worri* or concern*).tw. 

29 "Stress and Coping Measures"/ or Coping Behavior/ 

30 29 use psyh 

31 Adaptation Psychological/ use amed 

32 Social Support/ or Caregiver Burden/ 

33 32 use psyh 

34 Social Support/ use amed 

35 exp Counseling/ use psyh 

36 Counseling/ use amed 

37 counsel*.tw. 

38 exp Crisis Intervention/ or exp Crisis Intervention Services/ 

39 38 use psyh 

40 exp Emotions/ use psyh 

41 exp Emotion/ use amed 

42 ((psychological or emotion* or social* or self or crisis) adj2 (support* or adjust* or intervention*)).tw. 

43 Parent Perceptions/ or Parental Expectations/ or Parental Involvement/ or Parental Role/ or Parenting/ 

44 43 use psyh 

45 Family-Centered Care/ use psyh 

46 (family?centred or family?centered or family?integrat*).tw. 

47 (ward round*  or involv* or support* or satisf* or dissatisf* or well being or well?being).tw. 

48 (caregiving or caring or nurtur*).tw. 

49 ((professional? or staff* or personnel or doctor? or physician? or consultant? or nurse?) adj3 (relation* or interact* or 
involv* or meet* or collaborat* or rapport*)).tw. 

50 Nurse-Parent Interaction/ use psyh 

51 exp Choice Behavior/ use psyh 

52 Decision Making/ use psyh 

53 Shared Decision Making/ use psyh 

54 exp Decision Making/ use amed 

55 Professional Family Relations/ use amed 

56 (choice* or choose* or request* or prefer* or decide* or decision* or seek*).tw. 

57 exp Health Facilities/ use amed 

58 exp Facility Environment/ use psyh 

59 ((hospital* or clinic*1 or unit* or department* or facilit*) adj2 (design* or environment* or comfort*)).tw. 

60 (accommodat* or residen* or living or room*).tw. 

61 exp Eating Behavior/ or exp Drinking Behavior/ 

62 61 use psyh 

63 exp Food/ and Beverages/ use amed 

64 (food or eat* or drink*).tw. 

65 (parking or transport*).tw. 

66 Financial Strain/ use psyh 

67 exp Financing Personal/ use amed 

68 (financ* or cost* or money).tw. 

69 exp Child Care/ use psyh 

70 exp Child Care/ use amed 

71 (child care or childcare).tw. 

72 or/26-28,30-31,33-37,39-42,44-60,62-71 

73 24 and 72 

74 Qualitative Research/ use psyh 

75 qualitative.tw. 
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76 interview*.tw. 

77 (theme* or thematic).tw. 

78 questionnaire*.tw. 

79 (ethnological research or ethnograph* or ethnonursing or phenomenol*).tw. 

80 (grounded adj (theor* or study or studies or research or analys?s)).tw. 

81 (life stor* or women* stor* or men* stor* or people* stor* or person* stor*).tw. 

82 (emic or etic or hermeneutic* or heuristic* or semiotic*).af. or (data adj1 saturat*).tw. or participant observ*.tw. 

83 (social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or post-
modern* or feminis* or interpret*).tw. 

84 (action research or cooperative inquir* or co operative inquir* or co-operative inquir*).tw. 

85 (humanistic or existential or experiential or paradigm*).tw. 

86 (field adj (study or studies or research)).tw. 

87 (human science or biographical method or theoretical sampl*).tw. 

88 ((purpos* adj4 sampl*) or (focus adj group*)).tw. 

89 (account or accounts or unstructured or open-ended or open ended or text* or narrative* or life world or life-world or 
conversation analys?s or personal experience* or theoretical saturation).tw. 

90 ((lived or life) adj experience*).tw. 

91 (cluster sampl* or observational method* or content analysis or (constant adj (comparative or comparison))).tw. 

92 (((discourse* or discurs*) adj3 analys?s) or narrative analys?s).tw. 

93 or/74-92 

94 Meta Analysis/ use psyh 

95 Meta Analysis/ use amed 

96 (meta analy* or metanaly* or metaanaly*).tw. 

97 ((systematic* or evidence*) adj2 (review* or overview*)).tw. 

98 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab. 

99 (search strategy or search criteria or systematic search or study selection or data extraction).ab. 

100 (search* adj4 literature).ab. 

101 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation 
index or bids or cancerlit).ab. 

102 cochrane.jw. 

103 ((pool* or combined) adj2 (data or trials or studies or results)).ab. 

104 or/94-103 

105 93 or 104 

106 73 and 105 

107 limit 106 to english language [Limit not valid in MWIC; records were retained] 

108 limit 107 to yr="1990 -Current" 

109 remove duplicates from 108 

 

Date of search: 25/09/2017 

Database(s): CINAHL Plus (Cumulative Index to Nursing and Allied Health Literature) 1937-
current, EBSCO Host 

#  Query  

S101  S53 AND S100  

S100  S87 OR S99  

S99  S88 OR S89 OR S90 OR S91 OR S92 OR S93 OR S94 OR S95 OR S96 OR S97 OR S98  

S98  AB ((pool* or combined) N2 (data or trials or studies or results))  

S97  (MH "Cochrane Library")  

S96  AB (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science 
citation index or bids or cancerlit)  

S95  AB (search* N4 literature)  

S94  AB (search strategy or search criteria or systematic search or study selection or data extraction)  

S93  AB (reference list* or bibliograph* or hand search* or manual search* or relevant journals)  

S92  TX ((systematic* or evidence*) N2 (review* or overview*))  

S91  TX ((systematic or evidence) N2 (review* or overview*))  

S90  TX (meta analy* or metanaly* or metaanaly*)  

S89  (MH "Meta Analysis")  

S88  (MH "Systematic Review")  

S87  S54 OR S55 OR S56 OR S57 OR S58 OR S59 OR S60 OR S61 OR S62 OR S63 OR S64 OR S65 OR S66 OR 
S67 OR S68 OR S69 OR S70 OR S71 OR S72 OR S73 OR S74 OR S75 OR S76 OR S77 OR S78 OR S79 OR 
S80 OR S81 OR S82 OR S83 OR S84 OR S85 OR S86  

S86  TX (constant N1 (comparative or comparison))  

S85  TX ((discourse* or discurs or narrative)* N3 analys?s)  

S84  TX (cluster sampl* or theme* or thematic or observational method* or questionnaire* or content analysis)  

S83  TX (life world or life-world or conversation analys?s or personal experience* or theoretical saturation or lived 
experience* or life experience*)  
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S82  TX (focus group or account or accounts or unstructured or open-ended or open ended or text* or narrative* or life 
world or life-world or conversation analys?s or personal experience* or theoretical saturation)  

S81  TX (biographical method or theoretical sampl* or (purpos* N4 sampl*))  

S80  TX (field N (study or studies or research))  

S79  TX (action research or cooperative inquir* or co operative inquir* or co-operative inquir* or humanistic or existential 
or experiential or paradigm*)  

S78  TX (social construct* or postmodern* or post-structural* or post structural* or poststructural* or post modern* or 
post-modern* or feminis* or interpret*)  

S77  TX ((emic or etic or hermeneutic* or heuristic* or semiotic*) or (data near saturat*) or participant observ*)  

S76  TX (life stor* or women* stor* or men* stor* or people* stor* or person* stor*)  

S75  TX (grounded N (theor* or study or studies or research or analys?s))  

S74  TX (ethnonursing or ethnograph* or phenomenol*)  

S73  (MH "Cluster Sample+")  

S72  (MH "Life Experiences+")  

S71  (MH "Phenomenological Research")  

S70  (MH "Theoretical Sample")  

S69  (MH "Field Studies")  

S68  (MH "Purposive Sample")  

S67  (MH "Qualitative Validity+")  

S66  (MH "Constant Comparative Method")  

S65  (MH "Ethnonursing Research")  

S64  (MH "Ethnological Research")  

S63  (MH "Ethnographic Research")  

S62  (MH "Content Analysis")  

S61  (MH "Discourse Analysis")  

S60  (MH "Observational Methods+")  

S59  (MH "Focus Groups")  

S58  (MH "Questionnaires+")  

S57  (MH "Research, Nursing")  

S56  (MH "Grounded Theory")  

S55  (MH "Interviews+")  

S54  (MH "Qualitative Studies+")  

S53  S20 AND S52  

S52  S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR 
S34 OR S35 OR S36 OR S37 OR S38 OR S39 OR S40 OR S41 OR S42 OR S43 OR S44 OR S45 OR S46 OR 
S47 OR S48 OR S49 OR S50 OR S51  

S51  TX (child care or childcare)  

S50  (MH "Child Care+")  

S49  TX (financ* or cost* or money or expense*)  

S48  (MH "Financial Support")  

S47  TX (parking or transport*)  

S46  TX (food or eat* or drink*)  

S45  (MH "Food Preferences")  

S44  TX (accommodat* or residen* or living or room*)  

S43  (MH "Rooming In")  

S42  TX ((hospital* or clinic or clinics or unit* or department* or facilit*) N (design* or environment* or comfort*))  

S41  (MH "Interior Design and Furnishings+")  

S40  (MH "Family Attitudes+")  

S39  (MH "Professional-Family Relations")  

S38  TX (choice* or choose* or request* or prefer* or decide* or decision* or seek*)  

S37  (MH "Decision Making+")  

S36  TX (caregiving or caring or nurtur*)  

S35  TX (ward round* or involv* or support* or satisf* or dissatisf* or well being)  

S34  TX (family centred or family centered or family integrat*)  

S33  TX ((psychological or psychosocial or emotion* or social* or self or crisis) near (support* or adjust* or intervention*))  

S32  TX ((psychological or psychosocial or emotion* or social* or self or crisis) near2 (support* or adjust* or 
intervention*))  

S31  (MH "Emotions+")  

S30  TX (counsel* or psychotherap* or family theray)  

S29  (MH "Crisis Intervention") OR (MH "Special Populations")  

S28  (MH "Crisis Intervention")  

S27  (MH "Counseling+")  

S26  (MH "Support Groups")  

S25  (MH "Coping+")  

S24  (MH "Support, Psychosocial")  

S23  (MH "Adaptation, Psychological+")  

S22  TX (stress* or anxious or anxiet* or worry or worri* or concern*)  

S21  (MH "Stress, Psychological+")  

S20  S15 AND S19  
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S19  S16 OR S17 OR S18  

S18  TX (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer* or sibling* or brother* or sister*)  

S17  (MH "Caregivers")  

S16  (MH "Family+")  

S15  S6 AND S14  

S14  S7 OR S8 OR S9 OR S10 OR S11 OR S12 OR S13  

S13  TX ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie or premies) N (unit* or care 
or department* or facilit* or hospital*))  

S12  TX (SCBU or NICU)  

S11  TX ((newborn or neonat* or neo-nat*) near (unit or care or department* or facilit* or hospital* or ICU*))  

S10  TX (special and care and baby and unit*)  

S9  (MH "Neonatal Nursing+")  

S8  (MH "Intensive Care Units, Neonatal")  

S7  (MH "Intensive Care, Neonatal+")  

S6  S1 OR S2 OR S3 OR S5  

S5  S1 AND S4  

S4  (MH "Respiratory Distress Syndrome+")  

S3  TX (low birth weight or very low birth weight)  

S2  TX (infan* or neonat* or neo-nat* or newborn* or baby or babies or preterm or pre-term or prematur* or pre-matur* 
or pre?mie* or premie or premies)  

S1  (MH "Infant, Newborn+")  

Date of search: 25/09/2017 

Database(s): Wiley Web of Science Social Science Citation Index (SSCI) 1900 to present 
# Searches 

#40 #39 AND #26  
DocType=All document types; Language=All languages;  

#39 #38 OR #35  
DocType=All document types; Language=All languages;  

#38 #37 OR #36  
DocType=All document types; Language=All languages;  

#37 TS=((reference list* or bibliograph* or hand search* or manual search* or relevant journals or search strategy or 
search criteria or systematic search or study selection or data extraction or medline or pubmed or cochrane or 
embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation index or bids or cancerlit) or 
(search* NEAR literature))  
DocType=All document types; Language=All languages;  

#36 TS=((meta analy* or metanaly* or metaanaly*) or ((systematic* or evidence*) NEAR (review* or overview*)) or 
((pool* or combined) NEAR (data or trials or studies or results)))  
DocType=All document types; Language=All languages;  

#35 #34 OR #33 OR #32 OR #31 OR #30 OR #29 OR #28 OR #27  
DocType=All document types; Language=All languages;  

#34 TS=((constant NEAR (comparative or comparison)) or ((discourse* or discurs*) NEAR analys?s))  
DocType=All document types; Language=All languages;  

#33 TS=((lived or life) NEAR experience*)  
DocType=All document types; Language=All languages;  

#32 TS=((purpos* NEAR sampl*) or (focus NEAR group*))  
DocType=All document types; Language=All languages;  

#31 TS=(field NEAR (study or studies or research))  
DocType=All document types; Language=All languages;  

#30 TS=(social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or 
post-modern* or feminis* or interpret*)  
DocType=All document types; Language=All languages;  

#29 TS=((emic or etic or hermeneutic* or heuristic* or semiotic*) or (data NEAR saturat*) or participant observ*)  
DocType=All document types; Language=All languages;  

#28 TS=(grounded NEAR (theor* or study or studies or research or analys?s))  
DocType=All document types; Language=All languages;  

#27 TS=(qualititative or interview* or questionnaire* or theme* or thematic or ethnograph* or ethnonurs* or phenomenol* 
or action research or cooperative inquir* or co operative inquir* or co-operative inquir* or humanistic or existential or 
experiential or paradigm* or human science or biographical method or theoretical sampl* or account or accounts or 
unstructured or open-ended or open ended or text* or narrative* or life world or life-world or conversation analys?s 
or personal experience* or theoretical saturation or cluster sampl* or observational method* or content analysis or 
narrative analys?s)  
DocType=All document types; Language=All languages;  

#26 #25 AND #12  
DocType=All document types; Language=All languages;  

#25 #24 OR #23 OR #22 OR #21 OR #20 OR #19 OR #18 OR #17 OR #16 OR #15 OR #14 OR #13  
DocType=All document types; Language=All languages;  
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#24 TS=(childcare or child care)  
DocType=All document types; Language=All languages;  

#23 TS=(financ* or cost* or money or expense*)  
DocType=All document types; Language=All languages;  

#22 TS=(parking or transport*)  
DocType=All document types; Language=All languages;  

#21 TS=(food or eat* or drink*)  
DocType=All document types; Language=All languages;  

#20 TS=((hospital* or clinic or clinics or unit* or department* or facilit*) NEAR (design* or environment* or comfort*))  
DocType=All document types; Language=All languages;  

#19 TS=(choice* or choose* or request* or prefer* or decide* or decision* or seek*)  
DocType=All document types; Language=All languages;  

#18 TS=(caregiving or caring or nurtur*)  
DocType=All document types; Language=All languages;  

#17 TS=(ward round* or involv* or support* or satisf* or dissatisf* or well being or well-being or wellbeing)  
DocType=All document types; Language=All languages;  

#16 TS=(family centred or family-centred or family centered or family-centered or family integrat* or family-integrat*)  
DocType=All document types; Language=All languages;  

#15 TS=((psychological or psychosocial or emotion* or social* or self or crisis) NEAR (support* or adjust* or 
intervention*))  
DocType=All document types; Language=All languages;  

#14 TS=(counsel* or self help or support group* or crisis intervention or vulnerable)  
DocType=All document types; Language=All languages;  

#13 TS=(stress* or anxious or anxiet* or worry or worri* or concern* or coping)  
DocType=All document types; Language=All languages;  

#12 #11 AND #10  
DocType=All document types; Language=All languages;  

#11 TS=(famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer* or sibling* or brother* or sister*)  
DocType=All document types; Language=All languages;  

#10 #9 AND #4  
DocType=All document types; Language=All languages;  

#9 #8 OR #7 OR #6 OR #5  
DocType=All document types; Language=All languages;  

#8 TS=((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie or pre?mies) NEAR (unit* or care or 
department* or facilit* or hospital*))  
DocType=All document types; Language=All languages;  

#7 TS=(SCBU or NICU)  
DocType=All document types; Language=All languages;  

#6 TS=((newborn or neonat* or neo-nat*) NEAR (unit or care or department* or facilit* or hospital* or ICU*))  
DocType=All document types; Language=All languages;  

#5 TS=(special and care and baby and unit*)  
DocType=All document types; Language=All languages;  

#4 #3 OR #2 OR #1  
DocType=All document types; Language=All languages;  

#3 TS=(low birth weight)  
DocType=All document types; Language=All languages;  

#2 TS=(preterm or pre-term or prematur* or pre-matur* or pre?mie or pr?emies)  
DocType=All document types; Language=All languages;  

#1 TS=(infan* or neonat* or neo-nat* or newborn* or baby or babies)  
DocType=All document types; Language=All languages;  

Health economics 

Date of search: 25/09/2017 

Database(s): Embase 1980 to 2017 Week 39, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh$).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 
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10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Stress, Psychological/ use ppez 

35 exp stress/ use emez 

36 (stress* or anxious or anxiet* or worry or worri* or concern*).tw. 

37 exp Adaptation, Psychological/ use ppez 

38 psychological adjustment/ use emez 

39 exp coping behavior/ use emez 

40 exp social support/ use ppez 

41 caregiver support/ use emez 

42 self help/ use emez 

43 Self-Help Groups/ use ppez 

44 Counseling/ use ppez 

45 exp counseling/ use emez 

46 counsel*.tw. 

47 Crisis Intervention/ use ppez 

48 crisis intervention/ use emez 

49 Vulnerable Populations/ use ppez 

50 vulnerable population/ use emez 

51 exp Emotions/ use ppez 

52 exp Emotion/ use emez 

53 ((psychological or emotion* or social* or self or crisis) adj2 (support* or adjust* or intervention*)).tw. 

54 (family?centred or family?centered or family?integrat*).tw. 

55 (involv* or support* or satisf* or dissatisf* or well being or well?being).tw. 

56 (caregiving or caring or nurtur*).tw. 

57 exp Choice Behavior/ use ppez 

58 Decision Support Techniques/ use ppez 

59 exp Decision Making/ use ppez 

60 decision making/ use emez 

61 family decision making/ use emez 

62 shared decision making/ use emez 

63 Professional-Family Relations/ use ppez 

64 human relation/ use emez 

65 (choice* or choose* or request* or prefer* or decide* or decision* or seek*).tw. 

66 "Hospital Design and Construction"/ use ppez 

67 hospital design/ use emez 

68 hospital building/ use emez 

69 ((hospital* or clinic*1 or unit* or department* or facilit*) adj2 (design* or environment* or comfort*)).tw. 

70 Rooming-in Care/ use ppez 

71 rooming in/ use emez 

72 (accommodat* or residen* or living or room*).tw. 

73 exp Food/ use ppez 

74 exp food/ use emez 

75 (food or eat* or drink*).tw. 

76 Parking Facilities/ use ppez 
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77 exp "traffic and transport"/ use emez 

78 (parking or transport*).tw. 

79 Financial Support/ use ppez 

80 (financ* or cost* or money).tw. 

81 exp Child Rearing/ use ppez 

82 exp child care/ use emez 

83 (child care or childcare).tw. 

84 or/34-83 

85 33 and 84 

86 limit 85 to english language 

87 limit 86 to yr="1990-current" 

88 Letter/ use ppez 

89 letter.pt. or letter/ use emez 

90 note.pt. 

91 editorial.pt. 

92 Editorial/ use ppez 

93 News/ use ppez 

94 exp Historical Article/ use ppez 

95 Anecdotes as Topic/ use ppez 

96 Comment/ use ppez 

97 Case Report/ use ppez 

98 case report/ or case study/ use emez 

99 (letter or comment*).ti. 

100 or/88-99 

101 randomized controlled trial/ use ppez 

102 randomized controlled trial/ use emez 

103 random*.ti,ab. 

104 or/101-103 

105 100 not 104 

106 animals/ not humans/ use ppez 

107 animal/ not human/ use emez 

108 nonhuman/ use emez 

109 exp Animals, Laboratory/ use ppez 

110 exp Animal Experimentation/ use ppez 

111 exp Animal Experiment/ use emez 

112 exp Experimental Animal/ use emez 

113 exp Models, Animal/ use ppez 

114 animal model/ use emez 

115 exp Rodentia/ use ppez 

116 exp Rodent/ use emez 

117 (rat or rats or mouse or mice).ti. 

118 or/105-117 

119 87 not 118 

120 Economics/ 

121 Value of life/ 

122 exp "Costs and Cost Analysis"/ 

123 exp Economics, Hospital/ 

124 exp Economics, Medical/ 

125 Economics, Nursing/ 

126 Economics, Pharmaceutical/ 

127 exp "Fees and Charges"/ 

128 exp Budgets/ 

129 or/120-128 use ppez 

130 health economics/ 

131 exp economic evaluation/ 

132 exp health care cost/ 

133 exp fee/ 

134 budget/ 

135 funding/ 

136 or/130-135 use emez 

137 budget*.ti,ab. 

138 cost*.ti. 

139 (economic* or pharmaco?economic*).ti. 

140 (price* or pricing*).ti,ab. 

141 (cost* adj2 (effective* or utilit* or benefit* or minimi* or unit* or estimat* or variable*)).ab. 

142 (financ* or fee or fees).ti,ab. 

143 (value adj2 (money or monetary)).ti,ab. 

144 or/137-142 

145 129 or 136 or 144 
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146 119 and 145 

147 remove duplicates from 146 

Date of search: 25/09/2017 

Database(s): The Cochrane Library, issue 9 of 12, September 2017 
ID Search 

#1 MeSH descriptor: [Infant, Newborn] explode all trees 

#2 (infan* or neonat* or neo-nat* or newborn* or new-born* or baby or babies or preterm or pre-term or prematur* or 
pre-matur* or pre?mie* or premie or premies)  

#3 ((low adj3 birth near/3 weigh*) or (LBW or VLBW))  

#4 MeSH descriptor: [Respiratory Distress Syndrome, Newborn] explode all trees 

#5 MeSH descriptor: [Intensive Care, Neonatal] explode all trees 

#6 MeSH descriptor: [Intensive Care Units, Neonatal] explode all trees 

#7 (special care baby unit* or ((newborn or neonatal) near ICU*1) or (SCBU or NICU))  

#8 {or #1-#7}  

#9 MeSH descriptor: [Family] explode all trees 

#10 MeSH descriptor: [Caregivers] this term only 

#11 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandmother* or 
grandfather* or caregiver* or carer*)  

#12 {or #9-#11}  

#13 #8 and #12  

#14 MeSH descriptor: [Stress, Psychological] this term only 

#15 (stress* or anxious or anxiet* or worry or worri* or concern*)  

#16 MeSH descriptor: [Adaptation, Psychological] explode all trees 

#17 MeSH descriptor: [Social Support] explode all trees 

#18 MeSH descriptor: [Self-Help Groups] this term only 

#19 MeSH descriptor: [Counseling] explode all trees 

#20 (counsel* or crisis or crises) .tw.  

#21 MeSH descriptor: [Crisis Intervention] this term only 

#22 MeSH descriptor: [Vulnerable Populations] explode all trees 

#23 MeSH descriptor: [Emotions] explode all trees 

#24 ((psychological or psychosocial or emotion* or social* or self or crisis) near/2 (support* or adjust* or intervention*))  

#25 (family centred or family centered or family integrat* or ward round* or involv* or support* or satisf* or dissatisf* or 
well being or wellbeing or caregiving or caring or nurtur*)  

#26 MeSH descriptor: [Choice Behavior] explode all trees 

#27 MeSH descriptor: [Decision Support Techniques] explode all trees 

#28 MeSH descriptor: [Decision Making] explode all trees 

#29 (choice* or choose* or request* or prefer* or decide* or decision* or seek*)  

#30 Professional-Family Relations  

#31 MeSH descriptor: [Hospital Design and Construction] this term only 

#32 (((hospital* or clinic*1 or unit* or department* or facilit*) near/2 (design* or environment* or comfort*)) or 
(accommodat* or residen* or living or room*))  

#33 MeSH descriptor: [Rooming-in Care] explode all trees 

#34 (food or eat* or drink*)  

#35 MeSH descriptor: [Parking Facilities] this term only 

#36 (parking or transport*)  

#37 MeSH descriptor: [Financial Support] this term only 

#38 (financ* or cost* or money)  

#39 MeSH descriptor: [Child Rearing] explode all trees 

#40 (child care or childcare)  

#41 {or #14-#40}  

#42 #13 and #41 Publication Year from 1990 to 2017 

 

Literature search strategies for question 6.3 What information, and in what 
format, is valued by parents and carers of preterm babies who are receiving 
respiratory support on the neonatal unit? 

Date of initial search: 09/10/2017 

Database(s): Embase 1980 to 2017 Week 41, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present  
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# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh*).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent* or mother* or maternal or father* or paternal or grandparent* or grandfather* or grandmother* or 
caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Health Education/mt 

35 exp Consumer Health Information/ 

36 Patient Education as Topic/ 

37 Patient Education Handout/ 

38 Communication/ 

39 Health Communication/ 

40 Health Promotion/ 

41 Information Dissemination/ 

42 exp Access to Information/ 

43 Professional-Family Relations/ 

44 Self-Help Groups/ 

45 exp Peer Group/ 

46 Charities/ 

47 Hotlines/ 

48 Publications/ 

49 Pamphlets/ 

50 Video-Audio Media/ 

51 exp Educational Technology/ 

52 exp Telephone/ 

53 exp Internet/ 

54 Webcasts/ 

55 exp Videoconferencing/ 

56 Electronic Mail/ 

57 Text Messaging/ 

58 Social Networking/ 

59 "Instructional Films and Videos"/ 

60 Computer-Assisted Instruction/ 

61 or/34-60 use ppez 

62 health education/ 

63 health promotion/ 

64 breast feeding education/ 

65 parenting education/ 

66 patient education/ 

67 information/ 
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# Searches 

68 information dissemination/ 

69 consumer health information/ 

70 patient information/ 

71 medical information/ 

72 access to information/ 

73 interpersonal communication/ 

74 doctor patient relation/ 

75 nurse patient relationship/ 

76 self help/ 

77 support group/ 

78 peer group/ or peer counseling/ 

79 hotline/ 

80 publication/ 

81 technology/ 

82 videotape/ 

83 television/ 

84 telephone/ 

85 exp mobile phone/ 

86 Internet/ 

87 webcast/ 

88 e-mail/ 

89 text messaging/ 

90 blogging/ 

91 social media/ 

92 videoconferencing/ 

93 or/62-92 use emez 

94 patient education handout.pt. 

95 (pamphlet* or leaflet* or book*1 or booklet* or diary or diaries or manual* or brochure* or publication* or handout* or 
magazine* or binder* or journey box* or video* or dvd* or audio* or "face to face" or "in person").tw. 

96 ((information* or educat* or neonatal) adj3 (model* or group* or program* or need* or requirement* or support* or 
seek* or access* or disseminat*)).tw. 

97 (learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or 
communicat* or miscommunicat* or involvement or support* or counsel*).ti. 

98 ((language* or age* or gender* or cultur* or person* or ethnic*) adj3 (information* or educat* or learn* or train* or 
program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or involvement or support* or counsel*)).ti. 

99 ((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*)).tw. 

100 charit*.tw. 

101 (hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or email* or texting or messaging 
or skype or facetime or teleconferenc* or videoconferenc*).tw. 

102 (electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or app*1 or social 
network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*).tw. 

103 or/94-102 

104 61 or 93 or 103 

105 33 and 104 

106 limit 105 to english language 

107 limit 106 to yr="1990 -Current" 

108 Letter/ use ppez 

109 letter.pt. or letter/ use emez 

110 note.pt. 

111 editorial.pt. 

112 Editorial/ use ppez 

113 News/ use ppez 

114 exp Historical Article/ use ppez 

115 Anecdotes as Topic/ use ppez 

116 Comment/ use ppez 

117 Case Report/ use ppez 

118 case report/ or case study/ use emez 

119 (letter or comment*).ti. 

120 or/108-119 

121 randomized controlled trial/ use ppez 

122 randomized controlled trial/ use emez 

123 random*.ti,ab. 

124 or/121-123 

125 120 not 124 

126 animals/ not humans/ use ppez 
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127 animal/ not human/ use emez 

128 nonhuman/ use emez 

129 exp Animals, Laboratory/ use ppez 

130 exp Animal Experimentation/ use ppez 

131 exp Animal Experiment/ use emez 

132 exp Experimental Animal/ use emez 

133 exp Models, Animal/ use ppez 

134 animal model/ use emez 

135 exp Rodentia/ use ppez 

136 exp Rodent/ use emez 

137 (rat or rats or mouse or mice).ti. 

138 or/125-137 

139 107 not 138 

140 Meta-Analysis/ 

141 Meta-Analysis as Topic/ 

142 systematic review/ 

143 meta-analysis/ 

144 (meta analy* or metanaly* or metaanaly*).ti,ab. 

145 ((systematic or evidence) adj2 (review* or overview*)).ti,ab. 

146 ((systematic* or evidence*) adj2 (review* or overview*)).ti,ab. 

147 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab. 

148 (search strategy or search criteria or systematic search or study selection or data extraction).ab. 

149 (search* adj4 literature).ab. 

150 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation 
index or bids or cancerlit).ab. 

151 cochrane.jw. 

152 ((pool* or combined) adj2 (data or trials or studies or results)).ab. 

153 or/140-141,144,146-151 use ppez 

154 or/142-145,147-152 use emez 

155 or/153-154 

156 Qualitative Research/ use ppez 

157 qualitative research/ use emez 

158 Interview/ use ppez 

159 exp interview/ use emez 

160 (theme* or thematic).mp. 

161 qualitative.af. 

162 Nursing Methodology Research/ use ppez 

163 nursing methodology research/ use emez 

164 questionnaire*.mp. 

165 ethnological research.mp. 

166 ethnograph*.mp. 

167 ethnonursing.af. 

168 phenomenol*.af. 

169 (grounded adj (theor* or study or studies or research or analys?s)).af. 

170 (life stor* or women* stor* or men* stor* or people* stor* or person* stor*).mp. 

171 (emic or etic or hermeneutic* or heuristic* or semiotic*).af. or (data adj1 saturat*).tw. or participant observ*.tw. 

172 (social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or post-
modern* or feminis* or interpret*).mp. 

173 (action research or cooperative inquir* or co operative inquir* or co-operative inquir*).mp. 

174 (humanistic or existential or experiential or paradigm*).mp. 

175 (field adj (study or studies or research)).tw. 

176 human science.tw. 

177 biographical method.tw. 

178 theoretical sampl*.af. 

179 ((purpos* adj4 sampl*) or (focus adj group*)).af. 

180 (account or accounts or unstructured or open-ended or open ended or text* or narrative*).mp. 

181 (life world or life-world or conversation analys?s or personal experience* or theoretical saturation).mp. 

182 ((lived or life) adj experience*).mp. 

183 cluster sampl*.mp. 

184 observational method*.af. 

185 content analysis.af. 

186 (constant adj (comparative or comparison)).af. 

187 ((discourse* or discurs*) adj3 analys?s).tw. 

188 narrative analys?s.af. 

189 heidegger*.tw. 

190 colaizzi*.tw. 

191 spiegelberg*.tw. 

192 (van adj manen*).tw. 

193 (van adj kaam*).tw. 
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194 (merleau adj ponty*).tw. 

195 husserl*.tw. 

196 foucault*.tw. 

197 (corbin* adj2 strauss*).tw. 

198 glaser*.tw. 

199 or/156-198 

200 155 or 199 

201 139 and 200 

202 remove duplicates from 201 

Date of initial search: 09/10/2017 

Database(s): AMED (Allied and Complementary Medicine) 1985 to September 2017, 
Maternity & Infant Care Database (MIDIRS) 1971 to September 2017, PsycINFO 1806 to 
October Week 1 2017 

# Searches 

1 Premature Birth/ or Neonatal Period/ or Birth Weight/ 

2 1 use psyh 

3 exp Infant Newborn/ use amed 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 (low adj3 birth adj3 weigh*).tw. 

7 (LBW or VLBW).tw. 

8 or/2-7 

9 Neonatal Intensive Care/ use psyh 

10 Intensive Care Neonatal/ use amed 

11 (special and care and baby and unit*).tw. 

12 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

13 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

14 (SCBU or NICU).tw. 

15 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

16 or/9-15 

17 8 and 16 

18 exp Family/ or exp Family Members/ or exp Family Relations/ or Caregivers/ 

19 18 use psyh 

20 exp Family/ use amed 

21 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer*).tw. 

22 (sibling* or brother* or sister*).tw. 

23 or/18-22 

24 17 and 23 

25 exp Health Education/ use psyh 

26 exp health education/ use amed 

27 Client Education/ use psyh 

28 exp Communication/ use psyh 

29 exp Communication/ use amed 

30 exp Health Complaints/ use psyh 

31 exp Health Promotion/ use psyh 

32 Health Promotion/ use amed 

33 Information Dissemination/ use psyh 

34 Information Seeking/ use psyh 

35 Professional-Family Relations/ use amed 

36 Self-Help Groups/ use amed 

37 Support Groups/ use psyh 

38 Peers/ use psyh 
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39 Peer Group/ use amed 

40 Charities/ use amed 

41 Organizations/ use psyh 

42 Hot Line Services/ use psyh 

43 Hotlines/ use amed 

44 exp Communications Media/ use psyh 

45 exp Communications Media/ use amed 

46 Internet/ or Websites/ or Blog/ or exp Social Media/ 

47 46 use psyh 

48 Text Messaging/ or exp Mobile Devices/ 

49 48 use psyh 

50 Instructional Media/ or Audiovisual Instruction/ or Computer-Assisted Instruction/ 

51 50 use psyh 

52 Computer Assisted Instruction/ use amed 

53 Parent Training/ or Parenting Skills/ 

54 53 use psyh 

55 Patient Education/ use amed 

56 or/25-45,47,49,51-52,54-55 

57 (pamphlet* or leaflet* or book*1 or booklet* or diary or diaries or manual* or brochure* or publication* or handout* or 
magazine* or binder* or journey box* or video* or dvd* or audio* or "face to face" or "in person").tw. 

58 ((information* or educat* or neonatal) adj3 (model* or group* or program* or need* or requirement* or support* or 
seek* or access* or disseminat*)).tw. 

59 (learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or 
communicat* or miscommunicat* or involvement or support* or counsel*).ti. 

60 ((language* or age* or gender* or cultur* or person* or stage* of life or life stage* or lifestyle* or leisure) adj3 
(information* or educat* or learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or 
understanding or misunderstanding or communicat* or miscommunicat* or involvement or support* or counsel*)).ti. 

61 ((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*)).tw. 

62 charit*.tw. 

63 (hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or texting or messaging or skype 
or facetime or videoconferenc*).tw. 

64 (electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or app*1 or social 
network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*).tw. 

65 or/57-64 

66 56 or 65 

67 24 and 66 

68 limit 67 to english language [Limit not valid in MWIC; records were retained] 

69 limit 68 to yr="1990 -Current" 

70 Qualitative Research/ use psyh 

71 qualitative.tw. 

72 interview*.tw. 

73 (theme* or thematic).tw. 

74 questionnaire*.tw. 

75 (ethnological research or ethnograph* or ethnonursing or phenomenol*).tw. 

76 (grounded adj (theor* or study or studies or research or analys?s)).tw. 

77 (life stor* or women* stor* or men* stor* or people* stor* or person* stor*).tw. 

78 (emic or etic or hermeneutic* or heuristic* or semiotic*).af. or (data adj1 saturat*).tw. or participant observ*.tw. 

79 (social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or post-
modern* or feminis* or interpret*).tw. 

80 (action research or cooperative inquir* or co operative inquir* or co-operative inquir*).tw. 

81 (humanistic or existential or experiential or paradigm*).tw. 

82 (field adj (study or studies or research)).tw. 
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83 (human science or biographical method or theoretical sampl*).tw. 

84 ((purpos* adj4 sampl*) or (focus adj group*)).tw. 

85 (account or accounts or unstructured or open-ended or open ended or text* or narrative* or life world or life-world or 
conversation analys?s or personal experience* or theoretical saturation).tw. 

86 ((lived or life) adj experience*).tw. 

87 (cluster sampl* or observational method* or content analysis or (constant adj (comparative or comparison))).tw. 

88 (((discourse* or discurs*) adj3 analys?s) or narrative analys?s).tw. 

89 or/70-88 

90 Meta Analysis/ use psyh 

91 Meta Analysis/ use amed 

92 (meta analy* or metanaly* or metaanaly*).tw. 

93 ((systematic* or evidence*) adj2 (review* or overview*)).tw. 

94 (reference list* or bibliograph* or hand search* or manual search* or relevant journals).ab. 

95 (search strategy or search criteria or systematic search or study selection or data extraction).ab. 

96 (search* adj4 literature).ab. 

97 (medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation 
index or bids or cancerlit).ab. 

98 cochrane.jw. 

99 ((pool* or combined) adj2 (data or trials or studies or results)).ab. 

100 or/90-99 

101 89 or 100 

102 69 and 101 

103 remove duplicates from 102 

Date of initial search: 10/10/2017 

Database(s): EBSCO Host CINAHL Plus 
#  Query  

S63  S41 AND S62  

S62  S54 OR S61  

S61  S55 OR S56 OR S57 OR S58 OR S59 OR S60  

S60  AB ((pool* or combined) N2 (data or trials or studies or results))  

S59  (MH "Cochrane Library")  

S58  AB (reference list* or bibliograph* or hand search* or manual search* or relevant journals) OR (search* N4 literature) 
OR (search strategy or search criteria or systematic search or study selection or data extraction) or (medline or 
pubmed or cochrane or embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation index or 
bids or cancerlit)  

S57  TX ((systematic or evidence) N2 (review* or overview*))  

S56  TX (meta analy* or metanaly* or metaanaly*)  

S55  (MH "Systematic Review") OR (MH "Meta Analysis")  

S54  S42 OR S43 OR S44 OR S45 OR S46 OR S47 OR S48 OR S49 OR S50 OR S51 OR S52 OR S53  

S53  TX (constant N1 (comparative or comparison))  

S52  TX ((discourse* or discurs or narrative)* N3 analys?s)  

S51  TX (focus group or account or accounts or unstructured or open-ended or open ended or text* or narrative* or life 
world or life-world or conversation analys?s or personal experience* or theoretical saturation or life world or life-world 
or conversation analys?s or personal experience* or theoretical saturation or lived experience* or life experience* or 
cluster sampl* or theme* or thematic or observational method* or questionnaire* or content analysis)  

S50  TX (biographical method or theoretical sampl* or (purpos* N4 sampl*))  

S49  TX (field N1(study or studies or research))  

S48  TX (social construct* or postmodern* or post-structural* or post structural* or poststructural* or post modern* or post-
modern* or feminis* or interpret* or action research or cooperative inquir* or co operative inquir* or co-operative 
inquir* or humanistic or existential or experiential or paradigm*)  

S47  TX ((emic or etic or hermeneutic* or heuristic* or semiotic*) or (data near saturat*) or participant observ*)  

S46  TX (life stor* or women* stor* or men* stor* or people* stor* or person* stor*)  

S45  TX (ethnonursing or ethnograph* or phenomenol* or (grounded N1 (theor* or study or studies or research or 
analys?s))  

S44  (MH "Grounded Theory") OR (MH "Research, Nursing") OR (MH "Field Studies") OR (MH "Theoretical Sample") OR 
(MH "Phenomenological Research") OR (MH "Life Experiences+") OR (MH "Cluster Sample+")  

S43  (MH "Interviews+") OR (MH "Questionnaires+") OR (MH "Focus Groups") OR (MH "Observational Methods+") OR 
(MH "Discourse Analysis") OR (MH "Content Analysis") OR (MH "Ethnographic Research") OR (MH "Ethnological 
Research") OR (MH "Ethnonursing Research") OR (MH "Constant Comparative Method") OR (MH "Qualitative 
Validity+") OR (MH "Purposive Sample")  

S42  (MH "Qualitative Studies+")  
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#  Query  

S41  S19 AND S40  

S40  S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR S28 OR S29 OR S30 OR S31 OR S32 OR 
S33 OR S34 OR S35 OR S36 OR S37 OR S38 OR S39  

S39  TI (electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or app or apps or 
social network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*)  

S38  TI (charit* or hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or email* or texting 
or messaging or skype or facetime or teleconferenc* or videoconferenc*)  

S37  TI ((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*))  

S36  TI ((language* or age* or gender* or cultur* or person* or ethnic*) N (information* or educat* or learn* or train* or 
program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or involvement or support* or counsel*))  

S35  TI (learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding 
or communicat* or miscommunicat* or involvement or support* or counsel*)  

S34  TI ((information* or educat* or neonatal) N (model* or group* or program* or need* or requirement* or support* or 
seek* or access* or disseminat*))  

S33  TI (pamphlet* or leaflet* or book*1 or booklet* or diary or diaries or manual* or brochure* or publication* or handout* 
or magazine* or binder* or journey box* or video* or dvd* or audio* or "face to face" or "in person")  

S32  (MH "Computer Assisted Instruction")  

S31  (MH "Communications Media") OR (MH "Audiorecording") OR (MH "Videorecording") OR (MH "Social Media") OR 
(MH "Webcasts") OR (MH "Telecommunications+") OR (MH "Audiovisuals")  

S30  (MH "Information Resources+")  

S29  (MH "Telephone Information Services")  

S28  (MH "Support Groups") or (MH "Peer Group") or (MH "Charities")  

S27  (MH "Professional-Family Relations")  

S26  (MH "Information Needs")  

S25  (MH "Access to Information+")  

S24  (MH "Selective Dissemination of Information")  

S23  (MH "Parental Notification") OR (MM "Communication")  

S22  (MM "Patient Education")  

S21  (MM "Consumer Health Information")  

S20  (MM "Health Education")  

S19  S14 AND S18  

S18  S15 OR S16 OR S17  

S17  TX (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer* or sibling* or brother* or sister*)  

S16  (MH "Caregivers")  

S15  (MH "Family+")  

S14  S7 OR S8 OR S9 OR S10 OR S11 OR S12 OR S13  

S13  TX TX ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie or premies) N (unit* or 
care or department* or facilit* or hospital*))  

S12  TX (SCBU or NICU)  

S11  TX ((newborn or neonat* or neo-nat*) near (unit or care or department* or facilit* or hospital* or ICU*))  

S10  TX (special and care and baby and unit*)  

S9  (MH "Intensive Care Units, Neonatal")  

S8  (MH "Intensive Care, Neonatal+")  

S7  S1 OR S2 OR S3 OR S4 OR S6  

S6  S1 AND S5  

S5  (MH "Respiratory Distress Syndrome+")  

S4  TX (low birth weight or very low birth weight)  

S3  (MH "Infant, Low Birth Weight+")  

S2  TX (infan* or neonat* or neo-nat* or newborn* or baby or babies or preterm or pre-term or prematur* or pre-matur* or 
pre?mie* or premie or premies)  

S1  (MH "Infant, Newborn+")  

Date of initial search: 10/10/2017 

Database(s): Wiley Web of Science Social Science Citation Index (SSCI) 1900 to present 
# Searches 

#35 #34 AND #21  
DocType=All document types; Language=English;  

#34 #33 OR #30  
DocType=All document types; Language=English;  

#33 #32 OR #31  
DocType=All document types; Language=English;  
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# Searches 

#32 TS=((reference list* or bibliograph* or hand search* or manual search* or relevant journals or search strategy or 
search criteria or systematic search or study selection or data extraction or medline or pubmed or cochrane or 
embase or psychlit or psyclit or psychinfo or psycinfo or cinahl or science citation index or bids or cancerlit) or 
(search* NEAR literature))  
DocType=All document types; Language=English;  

#31 TS=((meta analy* or metanaly* or metaanaly*) or ((systematic* or evidence*) NEAR (review* or overview*)) or 
((pool* or combined) NEAR (data or trials or studies or results)))  
DocType=All document types; Language=English;  

#30 #29 OR #28 OR #27 OR #26 OR #25 OR #24 OR #23 OR #22  
DocType=All document types; Language=English;  

#29 TS=((constant NEAR (comparative or comparison)) or ((discourse* or discurs*) NEAR analys?s))  
DocType=All document types; Language=English;  

#28 TS=((lived or life) NEAR experience*)  
DocType=All document types; Language=English;  

#27 TS=((purpos* NEAR sampl*) or (focus NEAR group*))  
DocType=All document types; Language=English;  

#26 TS=(field NEAR (study or studies or research))  
DocType=All document types; Language=English;  

#25 TS=(social construct* or (postmodern* or post-structural*) or (post structural* or poststructural*) or post modern* or 
post-modern* or feminis* or interpret*)  
DocType=All document types; Language=English;  

#24 TS=((emic or etic or hermeneutic* or heuristic* or semiotic*) or (data NEAR saturat*) or participant observ*)  
DocType=All document types; Language=English;  

#23 TS=(grounded NEAR (theor* or study or studies or research or analys?s))  
DocType=All document types; Language=English;  

#22 TS=(qualititative or interview* or questionnaire* or theme* or thematic or ethnograph* or ethnonurs* or phenomenol* 
or action research or cooperative inquir* or co operative inquir* or co-operative inquir* or humanistic or existential or 
experiential or paradigm* or human science or biographical method or theoretical sampl* or account or accounts or 
unstructured or open-ended or open ended or text* or narrative* or life world or life-world or conversation analys?s 
or personal experience* or theoretical saturation or cluster sampl* or observational method* or content analysis or 
narrative analys?s)  
DocType=All document types; Language=English;  

#21 #20 AND #12  
DocType=All document types; Language=English;  

#20 #19 OR #18 OR #17 OR #16 OR #15 OR #14 OR #13  
DocType=All document types; Language=English;  

#19 TS=(electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or app*1 or social 
network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*)  
DocType=All document types; Language=English;  

#18 TS=(charit* or hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or email* or texting 
or messaging or skype or facetime or teleconferenc* or videoconferenc*)  
DocType=All document types; Language=English;  

#17 TS=((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*))  
DocType=All document types; Language=English;  

#16 TI=((language* or age* or gender* or cultur* or ethnic*) NEAR (information* or educat* or learn* or train* or program* 
or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or involvement or support* or counsel*))  
DocType=All document types; Language=English;  

#15 TI=(learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding 
or communicat* or miscommunicat* or involvement or support* or counsel*)  
DocType=All document types; Language=English;  

#14 TS=((information* or educat* or neonatal) NEAR (model* or group* or program* or need* or requirement* or support* 
or seek* or access* or disseminat*))  
DocType=All document types; Language=English;  

#13 TS=(pamphlet* or leaflet* or book or books or booklet* or diary or diaries or manual* or brochure* or publication* or 
handout* or magazine* or periodical* or binder* or journey box* or video* or dvd* or audio* or "face to face" or "in 
person")  
DocType=All document types; Language=English;  

#12 #11 AND #10  
DocType=All document types; Language=English;  
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# Searches 

#11 TS=(famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandfather* or 
grandmother* or caregiver* or carer* or sibling* or brother* or sister*)  
DocType=All document types; Language=English;  

#10 #9 AND #4  
DocType=All document types; Language=English;  

#9 #8 OR #7 OR #6 OR #5  
DocType=All document types; Language=English;  

#8 TS=((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie or pre?mies) NEAR (unit* or care or 
department* or facilit* or hospital*))  
DocType=All document types; Language=English;  

#7 TS=(SCBU or NICU)  
DocType=All document types; Language=English;  

#6 TS=((newborn or neonat* or neo-nat*) NEAR (unit or care or department* or facilit* or hospital* or ICU*))  
DocType=All document types; Language=English;  

#5 TS=(special and care and baby and unit*)  
DocType=All document types; Language=English;  

#4 #3 OR #2 OR #1  
DocType=All document types; Language=English;  

#3 TS=(low birth weight)  
DocType=All document types; Language=English;  

#2 TS=(preterm or pre-term or prematur* or pre-matur* or pre?mie or pr?emies)  
DocType=All document types; Language=English;  

#1 TS=(infan* or neonat* or neo-nat* or newborn* or baby or babies)  
DocType=All document types; Language=English;  

Qualitative and health economics 

Date of initial search: 09/10/2017 

Database(s): The Cochrane Library, issue 10 of 12, October 2017 
ID Search 

#1 MeSH descriptor: [Infant, Newborn] explode all trees 

#2 (infan* or neonat* or neo-nat* or newborn* or new-born* or baby or babies or preterm or pre-term or prematur* or 
pre-matur* or pre?mie* or premie or premies)  

#3 ((low adj3 birth near/3 weigh*) or (LBW or VLBW))  

#4 MeSH descriptor: [Respiratory Distress Syndrome, Newborn] explode all trees 

#5 MeSH descriptor: [Intensive Care, Neonatal] explode all trees 

#6 MeSH descriptor: [Intensive Care Units, Neonatal] explode all trees 

#7 (special care baby unit* or ((newborn or neonatal) near ICU*1) or (SCBU or NICU))  

#8 {or #1-#7}  

#9 MeSH descriptor: [Family] explode all trees 

#10 MeSH descriptor: [Caregivers] this term only 

#11 (famil* or parent? or parental or mother* or maternal or father* or paternal or grandparent* or grandmother* or 
grandfather* or caregiver* or carer*)  

#12 {or #9-#11}  

#13 #8 and #12  

#14 MeSH descriptor: [Health Education] explode all trees and with qualifier(s): [Methods - MT] 

#15 MeSH descriptor: [Consumer Health Information] explode all trees 

#16 MeSH descriptor: [Patient Education as Topic] this term only 

#17 MeSH descriptor: [Patient Education Handout] this term only 

#18 MeSH descriptor: [Communication] this term only 

#19 MeSH descriptor: [Health Communication] this term only 

#20 MeSH descriptor: [Health Promotion] this term only 

#21 MeSH descriptor: [Information Dissemination] this term only 

#22 MeSH descriptor: [Access to Information] explode all trees 

#23 MeSH descriptor: [Professional-Family Relations] this term only 

#24 MeSH descriptor: [Self-Help Groups] this term only 

#25 MeSH descriptor: [Peer Group] explode all trees 
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ID Search 

#26 MeSH descriptor: [Charities] explode all trees 

#27 MeSH descriptor: [Hotlines] explode all trees 

#28 MeSH descriptor: [Publications] explode all trees 

#29 MeSH descriptor: [Pamphlets] this term only 

#30 MeSH descriptor: [Video-Audio Media] explode all trees 

#31 MeSH descriptor: [Educational Technology] explode all trees 

#32 MeSH descriptor: [Telephone] explode all trees 

#33 MeSH descriptor: [Internet] explode all trees 

#34 MeSH descriptor: [Videoconferencing] explode all trees 

#35 MeSH descriptor: [Computer-Assisted Instruction] explode all trees 

#36 (pamphlet* or leaflet* or book or books or booklet* or diary or diaries or manual or manuals or brochure* or 
publication* or handout* or magazine* or periodical* or binder* or journey box* or video* or dvd* or audio* or "face to 
face" or "in person"):ti  

#37 ((information* or educat* or neonatal) next (model* or group* or program* or need* or requirement* or support* or 
seek* or access* or disseminat*)):ti  

#38 (learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or 
communicat* or miscommunicat* or involvement or support* or counsel*):ti  

#39 ((language* or age* or gender* or cultur* or stage* of life or life stage* or lifestyle*) next (information* or educat* or 
learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or 
communicat* or miscommunicat* or involvement or support* or counsel*)):ti  

#40 ((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*)):ti  

#41 charit*  

#42 (hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or texting or messaging or skype 
or facetime or teleconferenc* or videoconferenc*):ti  

#43 (electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or email* or app*1 or 
social network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*):ti  

#44 {or #14-#43}  

#45 #13 and #44 Publication Year from 1990 to 2017, in Cochrane Reviews (Reviews and Protocols), Other Reviews, 
Technology Assessments and Economic Evaluations 

Health economics 

Date of initial search: 09/10/2017 

Database(s): Embase 1980 to 2017 Week 41, Ovid MEDLINE(R) Epub Ahead of Print, In-
Process & Other Non-Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 
1946 to Present 

# Searches 

1 exp Infant, Newborn/ use ppez 

2 newborn/ use emez 

3 prematurity/ use emez 

4 (infan* or neonat* or neo-nat* or newborn* or baby or babies).ti,ab,jw,nw. 

5 (preterm or pre-term or prematur* or pre-matur* or pre?mie* or premie*1).tw. 

6 exp low birth weight/ use emez 

7 (low adj3 birth adj3 weigh*).tw. 

8 (LBW or VLBW).tw. 

9 exp Respiratory Distress Syndrome, Newborn/ use ppez 

10 neonatal respiratory distress syndrome/ use emez 

11 or/1-10 

12 exp Intensive Care, Neonatal/ use ppez 

13 newborn intensive care/ use emez 

14 exp Intensive Care Units, Neonatal/ use ppez 

15 neonatal intensive care unit/ use emez 



 

106 
Specialist neonatal respiratory care: evidence reviews for involving and supporting parents 
and carers FINAL (April 2019) 

FINAL 
Involving and supporting parents and carers 

# Searches 

16 Neonatal Nursing/ use ppez 

17 exp newborn nursing/ use emez 

18 newborn care/ use emez 

19 (special and care and baby and unit*).tw. 

20 ((newborn or neonatal or neo-natal) adj ICU*1).tw. 

21 ((newborn or neonat* or neo-nat*) adj2 (unit or care or department* or facilit* or hospital*)).tw. 

22 (SCBU or NICU).tw. 

23 ((infan* or baby or babies or preterm or pre-term or prematur* or pre?mie* or premie*1) adj2 (unit* or care or 
department* or facilit* or hospital*)).tw. 

24 or/12-23 

25 11 and 24 

26 exp Family/ use ppez 

27 exp family/ use emez 

28 Caregivers/ use ppez 

29 caregiver/ use emez 

30 (famil* or parent* or mother* or maternal or father* or paternal or grandparent* or grandfather* or grandmother* or 
caregiver* or carer*).tw. 

31 (sibling* or brother* or sister*).tw. 

32 or/26-31 

33 25 and 32 

34 Health Education/mt 

35 exp Consumer Health Information/ 

36 Patient Education as Topic/ 

37 Patient Education Handout/ 

38 Communication/ 

39 Health Communication/ 

40 Health Promotion/ 

41 Information Dissemination/ 

42 exp Access to Information/ 

43 Professional-Family Relations/ 

44 Self-Help Groups/ 

45 exp Peer Group/ 

46 Charities/ 

47 Hotlines/ 

48 Publications/ 

49 Pamphlets/ 

50 Video-Audio Media/ 

51 exp Educational Technology/ 

52 exp Telephone/ 

53 exp Internet/ 

54 Webcasts/ 

55 exp Videoconferencing/ 

56 Electronic Mail/ 

57 Text Messaging/ 

58 Social Networking/ 

59 "Instructional Films and Videos"/ 

60 Computer-Assisted Instruction/ 

61 or/34-60 use ppez 

62 health education/ 

63 health promotion/ 

64 breast feeding education/ 

65 parenting education/ 

66 patient education/ 
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# Searches 

67 information/ 

68 information dissemination/ 

69 consumer health information/ 

70 patient information/ 

71 medical information/ 

72 access to information/ 

73 interpersonal communication/ 

74 doctor patient relation/ 

75 nurse patient relationship/ 

76 self help/ 

77 support group/ 

78 peer group/ or peer counseling/ 

79 hotline/ 

80 publication/ 

81 technology/ 

82 videotape/ 

83 television/ 

84 telephone/ 

85 exp mobile phone/ 

86 Internet/ 

87 webcast/ 

88 e-mail/ 

89 text messaging/ 

90 blogging/ 

91 social media/ 

92 videoconferencing/ 

93 or/62-92 use emez 

94 patient education handout.pt. 

95 (pamphlet* or leaflet* or book*1 or booklet* or diary or diaries or manual* or brochure* or publication* or handout* or 
magazine* or binder* or journey box* or video* or dvd* or audio* or "face to face" or "in person").tw. 

96 ((information* or educat* or neonatal) adj3 (model* or group* or program* or need* or requirement* or support* or 
seek* or access* or disseminat*)).tw. 

97 (learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or 
communicat* or miscommunicat* or involvement or support* or counsel*).ti. 

98 ((language* or age* or gender* or cultur* or person* or stage* of life or life stage* or lifestyle* or leisure) adj3 
(information* or educat* or learn* or train* or program* or advi?e* or instruct* or teach* or knowledge or 
understanding or misunderstanding or communicat* or miscommunicat* or involvement or support* or counsel*)).ti. 

99 ((timing or frequency or access* or availab* or equal*) and (inform* or educat* or learn* or train* or program* or 
advi?e* or instruct* or teach* or knowledge or understanding or misunderstanding or communicat* or 
miscommunicat* or consult* or involvement or support* or counsel* or discuss*)).tw. 

100 charit*.tw. 

101 (hotline* or call line or helpline* or telephone* or phone* or smartphone* or mobile* or texting or messaging or skype 
or facetime or videoconferenc*).tw. 

102 (electronic* or online or on-line or internet or website* or web site* or web page* or webpage* or app*1 or social 
network* or social media* or facebook* or twitter or blog* or webinar* or webcast* or podcast* or youtube or 
webcam*).tw. 

103 or/94-102 

104 61 or 93 or 103 

105 33 and 104 

106 limit 105 to english language 

107 limit 106 to yr="1990 -Current" 

108 Letter/ use ppez 

109 letter.pt. or letter/ use emez 

110 note.pt. 

111 editorial.pt. 
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112 Editorial/ use ppez 

113 News/ use ppez 

114 exp Historical Article/ use ppez 

115 Anecdotes as Topic/ use ppez 

116 Comment/ use ppez 

117 Case Report/ use ppez 

118 case report/ or case study/ use emez 

119 (letter or comment*).ti. 

120 or/108-119 

121 randomized controlled trial/ use ppez 

122 randomized controlled trial/ use emez 

123 random*.ti,ab. 

124 or/121-123 

125 120 not 124 

126 animals/ not humans/ use ppez 

127 animal/ not human/ use emez 

128 nonhuman/ use emez 

129 exp Animals, Laboratory/ use ppez 

130 exp Animal Experimentation/ use ppez 

131 exp Animal Experiment/ use emez 

132 exp Experimental Animal/ use emez 

133 exp Models, Animal/ use ppez 

134 animal model/ use emez 

135 exp Rodentia/ use ppez 

136 exp Rodent/ use emez 

137 (rat or rats or mouse or mice).ti. 

138 or/125-137 

139 107 not 138 

140 Economics/ 

141 Value of life/ 

142 exp "Costs and Cost Analysis"/ 

143 exp Economics, Hospital/ 

144 exp Economics, Medical/ 

145 Economics, Nursing/ 

146 Economics, Pharmaceutical/ 

147 exp "Fees and Charges"/ 

148 exp Budgets/ 

149 or/140-148 use ppez 

150 health economics/ 

151 exp economic evaluation/ 

152 exp health care cost/ 

153 exp fee/ 

154 budget/ 

155 funding/ 

156 or/150-155 use emez 

157 budget*.ti,ab. 

158 cost*.ti. 

159 (economic* or pharmaco?economic*).ti. 

160 (price* or pricing*).ti,ab. 

161 (cost* adj2 (effective* or utilit* or benefit* or minimi* or unit* or estimat* or variable*)).ab. 

162 (financ* or fee or fees).ti,ab. 

163 (value adj2 (money or monetary)).ti,ab. 
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164 or/157-162 

165 149 or 156 or 164 

166 139 and 165 

167 remove duplicates from 166 
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Appendix C ï Clinical evidence study selection 

Clinical evidence study selection for question 6.1 What parent and carer 
involvement is effective in the care of preterm babies who are receiving 
respiratory support? 

 

 
 

  

Titles and abstracts 
identified, N= 4242 

Full copies retrieved 
and assessed for 
eligibility, N= 214 

Excluded, N= 4028 
(Not relevant population, 

design, intervention, 
comparison, outcomes, 

unable to retrieve) 

Publications included 
in review, N= 16 

Publications excluded 
from review, N=198 
(Refer to excluded 

studies list) 
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Clinical evidence study selection for question 6.2 What support is valued by 
parents and carers of preterm babies requiring respiratory support? 

 

 

 
  

Titles and abstracts 
identified, N= 3967 

Full copies retrieved 
and assessed for 
eligibility, N= 174 

Excluded, N= 3792 
(not relevant population, 

design, intervention, 
comparison, outcomes, 

unable to retrieve) 

Publications included 
in review, N= 15 

Publications excluded 
from review, N=159 
(refer to excluded 

studies list) 
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Clinical evidence study selection for question 6.3 What information, and in what 
format, is valued by parents and carers of preterm babies who are receiving 
respiratory support on the neonatal unit? 

 

 

 

Titles and abstracts 
identified, N= 4280 

Full copies retrieved 
and assessed for 
eligibility, N= 176 

Excluded, N= 4104 
(not relevant population, 

design, intervention, 
comparison, outcomes, 

unable to retrieve) 

Publications included 
in review, N= 10 

Publications excluded 
from review, N=166 
(refer to excluded 

studies list) 












































































































































































































































































































































































































