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ranged from 11%-61%; no guideline was deemed suitable for
use. Only Swiss and Canadian guidelines were considered use-
able with significant modifications.

Conclusion Several international guidelines on perinatal care of
22-25 wk GA infants exist. Using the AGREE-II tool, we identi-
fied many deficits in the quality of these guidelines. Not a single
guideline was deemed suitable for use using the AGREE-II tool.
Use of poorly developed guidelines may be detrimental to deci-
sion-making, thus there is a need for transparent and rigorous
guidelines regarding the perinatal care of 22-25 wk GA infants.

PS-050 QUALITY OF LIFE FOR PARENTS OF VERY-LOW BIRTH

WEIGHT INFANTS ENROLLED IN A CLINICAL STUDY

'T_Nordheim, T Rustgen, 'B Nakstad. 'Department of Children and Adolescents
Medicine, Akershus University Hospital, Larenskog, Norway; ?Acute Clinic, Oslo
University Hospital, Oslo, Norway

10.1136/archdischild-2014-307384.347

Background In this study we wanted to evaluate if parents of
very-low birth weight (VLBW) infants enrolled in a clinical study
developed a lower quality of life compared to parents from a
control sample.

Methods We recruited parents of children attending the Norwe-
gian multicenter study for premature nutrition (PreNu). The
PreNu study was a randomised clinical nutritional trial, where
50 VLBW-children (<1500 g) were recruited within the first
hours of their life. We also recruited parents of VLBW-children
born immediately before and after the recruitment period of the
PreNu study, to serve as a control group.

The parents (n = 63) were given a questionnaire with vali-
dated measures on quality of life (Quality of Life Scale), anxiety
and depression (Hospital Anxiety and Depression Scale), fatigue
(Lee Fatigue Scale), sleeping disturbance (General Sleep Disturb-
ance Scale), pain (Brief Pain Inventory), comorbidity (Self-
Administered Comorbidity Questionnaire) and hope (Herth
Hope Index). The parents were asked to answer as they would
have done at the time their children were at the NICU.

Results The response rate was 69%. T-tests showed no signifi-
cant difference between the groups on all measures except for
quality of life. The PreNu parents rated their quality of life sig-
nificantly higher than the control group (p = 0.018).

Conclusion Our fear that the parents of the PreNu-children suf-
fered an intolerable burden seems unfounded. The results sug-
gest that being the parent of a VLBW-child attending a clinical
study is not a burden, but may in fact be an enrichment.
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Background Since the introduction of randomised controlled tri-
als (RCT) in clinical research, there has been discussion of
whether enrolled patients have worse or better outcomes than
comparable nonparticipants.

Objective To investigate whether very preterm infants rando-
mised to a placebo group in a RCT have equivalent neurodeve-
lopmental outcomes to infants who were eligible but not
randomised (eligible NR).

Methods In the course of an RCT investigating the neuroprotec-
tive effect of early high dose erythropoietin on the neurodevel-
opment of very preterm infants, the outcome data of 72 infants
randomised to placebo were compared with those of 108 eligible
NR infants. Our primary outcome measures were the mental
(MDI) and psychomotor (PDI) developmental indices of the Bay-
ley Scales of Infant Development II at 24 months corrected age.
The outcomes of the two groups were considered equivalent if
the confidence intervals of their mean differences fitted within
our = 5 point margin of equivalence.

Results Except for a higher socioeconomic status of the trial par-
ticipants, both groups were balanced for most perinatal variables.
The mean difference (90% CI) between the placebo and the eli-
gible NR group was -2.1 (-6.1 and 1.9) points for the MDI and
-0.8 (-4.2 and 2.5) points for the PDI (in favour of the placebo
group). After adjusting for the socioeconomic status, maternal
age and child age at follow-up, the mean difference for the MDI
was -0.5 (-4.3 and 3.4) points.

Conclusions Our results indicate that the participation of very
preterm infants in an RCT is associated with equivalent long-
term outcomes compared to non-participating infants.
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Background Preterm birth is the most important determinant of
adverse infant outcomes. Research agendas in this area have
been determined primarily by researchers.

Objectives To identify and prioritise future research areas in pre-
term birth that are most important to service users and
practitioners.

Methods A priority setting partnership was established with
families with experience of preterm birth and organisations rep-
resenting them, obstetricians, neonatologists, midwives and neo-
natal nurses. Research uncertainties were gathered from surveys
and analysis of systematic reviews and clinical guidance. Prioriti-
sation was through voting; final ranking occurred at a facilitated
workshop, as advocated by the James Lind Alliance.

Results 593 uncertainties were submitted by 386 respondents
(58% service users, 30% healthcare professionals and 12%
from those in both roles); 52 were identified from literature
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