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The overarching goal of this guideline is to help strengthen families who have experienced very
preterm birth through promoting optimal health and developmental outcomes for children and
mental health and wellbeing for their caregivers across the infant and early childhood period. To
achieve these goals, this guideline is intended to provide evidence-based guidance for all Australian
health providers who provide follow-up for infants and children born very preterm prior to the
commencement of full-time formal schooling. For the purposes of this guideline, we define “follow-
up care” as healthcare provided after discharge from hospital that includes monitoring of health and
development, providing appropriate management within the scope of the service or health
professional, and referring on for additional support, intervention, or investigation as needed. Various
health professionals working in various settings may be involved in providing follow-up care to
children born very preterm and their caregivers.

Specifically, this guideline includes recommendations for age of follow-up, the domains of health and
development that need specific attention, and the factors that may influence the risk of health and
developmental difficulties after very preterm birth. As well as child health and development, we
explicitly include caregiver mental health and wellbeing as important health outcomes after very
preterm birth. The guideline will also provide practice points around assessment approaches that may
be used to identify areas where children or caregivers may need support. This will standardise follow-
up care, improve early identification of health and developmental difficulties, and ultimately improve
outcomes for children born very preterm and their caregivers.

The guideline was developed based on the following guiding principles, as decided by the guideline
working group:
e Follow up care should be family centred, flexible, resource efficient, and consistent.
e Follow up should be equitable, culturally safe, and appropriate to each individual child and
family’s needs, preferences, and values
e Many factors will influence how follow up services operate and continuity of care and
coordination between health professionals and services is critical
e Various factors affect children’s likelihood of experiencing health and developmental
difficulties, and different levels of surveillance may be appropriate for different children
e Acknowledge there are groups of people who are at risk of experiencing inequitable
healthcare and outcomes, including, but not limited to, Aboriginal and Torres Strait Islander
Australians, children in out of home care, families from refugee or culturally and linguistically
diverse backgrounds, families who are temporary visa holders, families who live in regional or
remote areas, and families experiencing mental health difficulties, learning difficulties, low
health literacy, family violence and/or socioeconomic adversity.

© 2024 Murdoch Children’s Research Institute 5
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Question

Which aspects of children’s health and development and
caregivers’ wellbeing are affected by very preterm birth?
What is the current landscape of follow-up services, early
intervention, and developmental supports available for
children born VP? Including social, cultural, and
geographical factors affecting access

What factors are important in enabling children born very
preterm to have a positive transition to formal schooling?
What services do parents/caregivers want for themselves
and their children born very preterm from hospital
discharge to school entry?

Is there evidence that systematic and targeted follow-up
after VP birth improves child or family outcomes?

What is the impact of biological and environmental factors
on health and developmental outcomes for
children/families?

What assessment methods are appropriate for use when
working with children born very preterm?

Section in
Guideline
Background

Background

Background

Background

Chapter 1

Chapter 2

“Practice

points”
recs
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2. QUESTION 1: SHOULD CHILDREN BORN VERY PRETERM AND THEIR CAREGIVERS BE
OFFERED STRUCTURED, PRETERM-SPECIFIC POST-DISCHARGE FOLLOW-UP CARE?

Introduction

This question was examined by a systematic review of the literature, guided by the PICOT framing
below:

Among infants born <32 weeks’ gestation
does structured, preterm-specific post-hospital follow-up care
compared with any other follow-up care (which could include no follow-up)

oOon — o

Improve health, development, or emotional/behavioural outcomes for children, or mental
health for caregivers (see list of Table 2 for specific outcomes)
T at any later time?

2.2 Inclusion and Exclusion Criteria

The focus was on follow-up care that was structured (i.e., had a particular schedule of appointments
rather than ad hoc interactions between families and health professionals) and offered in the window
between the time of discharge and the child turning 6 years of age (as a proxy for school entry).
Important and critical outcomes were identified from public consultation and by the Guideline
Development Group and are detailed below.

Studies were excluded if they were published before January 1, 1990, and/or published in a language
other than English.

© 2024 Murdoch Children’s Research Institute 7
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Domain
Physical

Sleep
Developmental

Subdomain
Growth and nutrition

Respiratory

Cardiovascular
Infection

Sensory functioning

Sleep
General development

Cognition

Feeding

Language and
communication

Motor

Behaviour, emotions,
and mental health

Social skills

School readiness

Specific outcomes of interest

Height/length/weight/head circumference
BMI

Body composition

Asthma

Respiratory tract infections
Croup

Elevated blood pressure
Gastrointestinal

Otitis media

Vision

Hearing

Blindness

Deafness

Sleep problems, including sleep apnoea

Neurodevelopmental impairment (a composite
of sensory, motor, and/or cognitive impairments)

Early cognitive development
General cognition/IQ

Attention

Working memory/ executive function
Visuospatial skills

Swallowing

Functional feeding skills

Feeding disorders

General language function or delay
Receptive language

Expressive language

Cerebral palsy

Developmental coordination disorder (or high-

risk of DCD)

General motor function or delay
Fine motor function or delay
Gross motor function or delay
General behaviour difficulties
Hyperactivity/externalising
Anxiety/internalising

Autism spectrum disorder
Attention deficit hyperactivity disorder
Other psychiatric disorders
Trauma

Adaptive behaviours
Friendships

Interpersonal relationships
Pre-academic skills

© 2024 Murdoch Children’s Research Institute



Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Domain Subdomain Specific outcomes of interest
Quality of Life | Overall quality of life e Child’s quality of life

e Family’s quality of life
Family Parental wellbeingand e Anxiety

mental health Depression
General stress

Post-traumatic stress

Parental knowledge of

child development

Parenting e Parenting behaviour
e Parenting confidence
e Parent self-efficacy

Access to services e Barriers to accessing services (follow-up and
early intervention)

A systematic literature search was conducted in three databases: Ovid MEDLINE, Embase, and
PubMed. The three searches were run on the 8" of September 2022. The publication period ranged
from 1990 to the time of the searches on the 8™ of September 2022. The search terms are detailed in
Appendix 1. Systematic Literature Review Search Strategies for Question 1. The PRISMA flow diagram
for the systematic review process is in Appendix 2. PRISMA Diagram for Study Selection.

A team of four reviewers screened all abstracts, with weekly meetings held to maintain consistency in
screening. Each abstract was screened twice. Two reviewers reviewed the full text of articles that
passed screening, extracted the data from the included study, and conducted risk of bias assessment
using the JBI Critical Appraisal Checklist for Cohort Studies (see Appendix 3. Study Quality Appraisal:
JBI Critical Appraisal Checklist for Cohort Studies). In all stages, conflicts were resolved by discussion
and/or a third reviewer.

© 2024 Murdoch Children’s Research Institute 9
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Figure 1 Search Results - PRISMA flowchart

Studies for screening > Duplicates removed
(n =11,510) (n = 1,857)
A 4
Studies screened Irrelevant studies
—
= (n =9,653) (n=9,537)
I=
(]
©
o A4
Full-text studies assessed for Studies excluded: 115
eligibility —> Wrong intervention (n = 40)
(n = 116) Wrong study design (n = 32)
Wrong patient
population/conducted before
1990 (n = 27)
Wrong comparator (n = 9)
Wrong setting (n=5)
v Wrong timing of outcomes
)
(n=1)
= Full text not available (n= 1)
k=) Studies included in review
=]
© (n=1)
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Study information

Huang et al., 2022
[1]

China

Aim: To compare
the time to
diagnosis of
neurodevelopment
al impairment and
cerebral palsy in
preterm neonates
(<29 weeks) at a
multidisciplinary
assessment and
care (MDAC) clinic
with that of a
conventional high-
risk follow-up clinic
in China. Assessed

outcomes of follow-

up prior to (2015-
2017) and during
implementation of

MDAC (2018-2020).

Design

Retrospective
observational
study (from
non-concurrent
cohort design).
Single site.

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Participants

All preterm
infants born
<29 weeks
gestation from
Jan 2015 - Dec
2019in
University of
Hong Kong-
Shenzhen
Hospital.
Pre-MDACn =
24

MDACn =29
Followed-up to
2 years
corrected age.

Outcomes measured

Outcomes were identified at the
time of clinic attendance (to 24
months corrected age).

Neurodevelopmental impairment:

any of sensory impairment (visual
or hearing impairment requiring
corrective measures), cognitive
impairment (2+ Ages and Stages
Questionnaire, version 3 (ASQ-3)
scores in the monitoring zone or
1+ score below the recommended
cut-off), or motor impairment
(cerebral palsy, high risk of
cerebral palsy (both detailed
below), or ASQ-3 scores in both
gross and fine motor domains in
the monitoring zone or one below
cut-off).

Cerebral palsy: a HINE score <59
at 6 months or <65 at 12 months
corrected age.

Adjusted age at diagnosis of
neurodevelopmental impairment
(NDI) or cerebral palsy

Visual impairment: Vision
requiring corrective measures

Methods

Pre-MDAC: High-risk infant
follow-up clinic in 2015-2017.
Routinely followed up all
neonates born at University of
Hong Kong-Shenzhen Hospital.
The follow-up schedule involved
clinic visits at 6 weeks after
discharge from NICU and every 3-
6 months thereafter.

The clinical team comprised
neonatologists and nurses. All
visits included medical and
neurological exams, needs
assessment by neonatologists,
and ASQ-3 administered by
certified nurses at 12 and 18
months. Onward referral was
provided to subspecialty
programs (audiology,
ophthalmology, CP, physical
medicine) as appropriate or a
follow-up appointment was
offered.

MDAC Clinic (2018-2020): This
clinic specifically focused on
following infants born <29 weeks
gestation.

’

© 2024 Murdoch Children’s Research Institute

Findings

Total neurodevelopmental
impairment prevalence:
Pre-MDAC n =12 (50%), MDAC n
=12 (41%).

OR for MDAC = 0.71 (95%CI 0/24,
2.10)

Cerebral palsy:

Pre-MDAC n =3 (12%), MDAC n =
2 (7%).

OR =0.52 (95%Cl 0.08, 3.39)

Median corrected age at
diagnosis of
neurodevelopmental
impairment (NDI) or cerebral
palsy:

Pre-MDAC = 14 months (IQR 11-
18 months), MDAC = 6 months
(IQR 5-12 months). (Effect size
could not be computed).

Visual impairment:

Pre-MDAC n =3 (12%), MDAC n =
1(4%).

OR =0.25 (95%CI 0.02, 2.58)

Hearing impairment:
Pre-MDACn =1 (4%), MDACn =1
(4%).

Limitations/Ris
k of bias
Small sample

Loss to follow-
up in
conventional
clinic (81% vs
97%)

Lack of
inclusion of
potential
confounders in
analysis.

11
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The follow-up schedule involved OR =0.82 (95%CI 0.05, 13.87)
Hearing impairment: Hearing visits at 6, 12, 18 and 24 months
requiring corrective measures. adjusted age.
The multidisciplinary team
comprised neonatologists,
nursing specialists, and physical,
occupational, and speech
therapists. The team maintained
contact with families after
discharge via social media
(WeChat). Nursing specialists
interviewed parents prior to the
MDAC clinic to discuss their
child’s (1) conditions such as
seizures, feeding, sleep, and
bladder and bowel habits (2)
vision and hearing test results, (3)
the administration of ASQ-3 at
12-18 months, and (4) other
parental concerns.

OR: odds ratio; 95%Cl: 95% confidence interval. Please note, odds ratios were calculated from summary data presented in publication.

The following publications provide guidance about recommendations for long-term follow-up from a national or international perspective [2-6]. Please
note, only recommendations relevant to the population of interest (children born <32 weeks and their caregivers) and the period of interest for this
guideline (hospital discharge to school-entry) are included.

© 2024 Murdoch Children’s Research Institute
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Nature of guidance

Relevant population considered

Domains recommended:
Physical functioning
Developmental functioning
Quality of life

Family wellbeing

Physical

General health

Growth/length, weight, head
circumference

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Doyle et al. (2014)

Expert consensus
statement (Australia/
international)

Children at high-risk
due to neonatal illness
(preterm birth/low
birthweight, and
various other
conditions) or due to
family factors (high
social risk, parental
substance abuse, major
psychiatric history, or
developmental
disability)

X X X X

2-6w; 3-4m; 8m; 12m
15-18m; 24m 3y; 4-5y
2-6w; 3-4m; 8m; 12m

Wang et al. (2006)

Expert consensus
statement (USA)

Children born with very
low birthweight (VLBW;

X X X X

Every health
maintenance visit 0-
24m; height and weight
at every visit 0-6y

deVries et al. (2022)

National clinical
practice
recommendation (NZ)
Infants at high risk of
developmental
disability (including
infants born <30 weeks,
infants, with neonatal
encephalopathy, or
more generally infants
that required NICU
treatment). Focus is on
follow-up in first two
years

At each medical review
(12w; 6m; 12- 18m)
At each medical review
(12w; 6m; 12- 18m)

© 2024 Murdoch Children’s Research Institute

EFCNI Follow-up and
Continuing Care Topic
Expert Group. (2018)
Expert-developed clinical
standard (Europe)

Children born < 32 weeks
or after 32 weeks with
one or more significant
risk factor, including
brain injuries, grade 2 or
3 HIE, neonatal bacterial
or viral
meningitis/encephalitis,
severe foetal growth
restriction, known severe
social or family problems
with safety concerns for
the child

Throughout childhood

Age not specified (but
more of a focus earlier
than laterin
development)

NICE guideline NG72.
(2017)

National clinical
practice guideline (UK)

Children born <30
weeks or 30-37 weeks
with any of the
following neonatal
complications: brain
injury (cPVL or IVH
grade lll/1V), grade 2 or
3 HIE, bacterial
meningitis

3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

13



Feeding problems

Ophthalmologic
examination/visual assessment

Hearing screening/test

Neurological (see also motor
skills)

Respiratory health
Cardiovascular health

Sleep problems/safe sleep
practices

Developmental
Development / cognitive
function (screening and/or
formal assessment)

Communication, speech and
language (screening and/or
formal assessment)
Pre-academic skills

Motor skills (see also
neurological)

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

2-6w

2-6w

2-6w

2-6w; 3-4m; 8m; 12m
15-18m; 24m

2-6w; 3-4m; 8m; 12m
15-18m; 24m

15-18m; 24m; 3y; 4-5y

8m; 12m; 15-18m;
24m; 3y; 4-5y

4-5y

12m 15-18m; 24m 3y;
4-5y

12-24m; 3-4y;
4-5y; 5-6y

By 1m of discharge if
no newborn hearing
screen; within 3m if
failed newborn screen;
by 12m if passed
newborn screen

Within 1m of discharge

0-6m; 6-12m; 12-24m;
2-3y; 3-4y; 4-5y

12-24m; 2-3y; 3-4y; 4-
Sy

3-5y (children born <28
weeks/<1000g)

0-6m; 6-12m; 12-24m;
2-3y; 4-5y

At each medical review
(12w; 6m; 12- 18m)

At each medical review
(12w; 6m; 12- 18m)

At each medical review
(12w; 6m; 12- 18m)

At each medical review
(12w; 6m; 12- 18m)

At each medical review

(12w; 6m; 12- 18m)

At each medical review
(12w; 6m; 12- 18m)

6m; 12-18m; 24-30m

6m; 9m; 12-18m; 24-
30m

[beyond the scope]

12w; 6m; 9m; 12-18m;
24-30m

© 2024 Murdoch Children’s Research Institute

Age not specified (but
more of a focus earlier
than laterin
development)

3.5-5y; 5-6y

0-12m (including within
3m if failed newborn
screen)

0-24m (e.g., 3-6, 12,
24m); Before transition
to school

Age not specified

Every 2 years from 3y
onwards
Transition to home

By 24m; Before transition

to school

0-24m; Before transition
to school

Before transition to
school
0-24m; Before transition
to school

3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)
3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

3-5m; 12m; 24m

4y (children born <28
weeks/<1000g)
3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

3-5m; 12m; 24m; 4y if
CP has been diagnosed

14



Behaviour/emotions/attention

Social skills

Quality of life

Daily functioning
Family

Parents’ mental health

Carer -child interaction
Family function / psychosocial

information
Siblings

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
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2-6w; 3-4m; 8m; 12m
15-18m; 24m 3y; 4-5y

12m 15-18m; 24m 3y;
4-5y

3y; 4-5y

2-6w; 3-4m; 8m; 12m

15-18m; 24m 3y; 4-5y
2-6w; 3 -4dm; 8m; 12m
24m 3y; 4 -5y

2-6w; 3 -4m; 8m; 12m
15 -18m; 24m 3y; 4 -5y
2-6w; 3 -4m; 8m; 12m
15-18m; 24m 3y; 4 -5y

Quality Assessment Available Upon Request

0-12m; 1 -3y; 3 -5y

At each medical review
(12w; 6m; 12- 18m)

6m; 12-18m

4-6w

4 -6w

© 2024 Murdoch Children’s Research Institute

0-24m; Before transition
to school

From school entry (peer
relationship problems)

6m post-discharge; 24m
From discharge, offer

preventive responsive
parenting support

Age not specified

3-5m; 12m; 24m. 4y
(children born <28
weeks/<1000g)

15



Number
of
studies

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm

Quality assessment

Technical Report

Anticipated absolute

effects* (95% ClI

N

participants

53 (1 study)

53 (1 study)

53 (1 study)

53 (1 study)

Design RoB Inconsistency Indirectness Imprecision Publication Other Risk with Risk Effect
bias conventional = with (95%
follow-up MDAC Cl)
Outcome: Prevalence of neurodevelopmental impairment (motor, cognitive, or sensory impairments, post-discharge to 24 months)
Observational | Serious = Not Serious ¢ Undetected - 500 per 415 RR
non- a applicable 1,000 per 0.83
concurrent, (single study) 1,000 (0.46,
single-site (230 1.49)
cohort study to
745)
Outcome: Prevalence of cerebral palsy at any follow-up (post-discharge to 24 months)
Observational | Serious = Not Serious ¢ Undetected - 125 per 69 OR=
non- a applicable 1,000 per 0.52
concurrent, (single study) 1,000 @ [0.08,
single-site (13to | 3.39]
cohort study 380)
Outcome: Timing of identification of cerebral palsy or neurodevelopmental impairment (months)
Observational | Serious = Not Not Undetected - # # #
non- a applicable possible to
concurrent, (single study) rate”
single-site
cohort study
Outcome: Prevalence of visual impairment at any follow-up (post-discharge at 24 months)
Observational = Serious = Not Serious ¢ Undetected - 125 per 35 RR
non- a applicable 1,000 per 0.28
concurrent, (single study) 1,000 (0.03,
single-site (4to 2.48)
cohort study 310)

© 2024 Murdoch Children’s Research Institute

Certainty

Importance

Very
low:
@000

Very
low:
@000

Very
low:
@000

Very
low:
@000

CRITICAL

CRITICAL

CRITICAL

CRITICAL

16
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Outcome: Prevalence of hearing impairment at any follow-up (post-discharge at 24 months)

Observational | Serious = Not Serious ® Serious ¢ Undetected - 42 per 1,000 @ 35 RR 53 (1 study) Very CRITICAL
non- a applicable per 0.83 low:

concurrent, (single study) 1,000 @ (0.05, @000

single-site (2to 12.54)

cohort study 523)

*MDAC: multi-disciplinary assessment and care follow-up clinic; Conv: conventional high-risk infant follow-up clinic; RR: risk ratio; Cl: confidence interval. *The risk in the MDAC group and its 95% confidence interval
is based on the assumed risk in the conventional group and the relative effect of the intervention, and its 95% confidence interval).

2 Downgraded one level due to lack of inclusion of potential confounders and some differential loss to follow-up in the two groups

® Downgraded one level as study focuses on a subgroup of clinical population of interest.

¢ Downgraded one level as confidence intervals were very wide.

# Not possible to compute a standardised mean difference and confidence interval from non-parametric data for the timing outcome.

No up-rating criteria were considered given the presence of serious concerns in other domains.

Note: Key to GRADE quality of evidence: ®@®@®® = We are very confident in the reported associations; ®®@®( = We are moderately confident in the reported associations; @@®(OO = Our confidence in the
reported associations is limited; ®OOQO = We are not confident about the reported associations.

© 2024 Murdoch Children’s Research Institute 17



In forming recommendations for this guideline, the GDG will take the perspective of the individual patient. GRADE guidance indicates that guideline developers
such as professional societies may take an individual patient perspective, “with a view towards providing guidance to individual patients and clinicians making
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individual patient choices” [7]. Therefore, the GDG did not consider considerations of costs and resources when making recommendations.

Option, intervention, comparison or
evidence this framework addresses:
Recommendation

# CCR

Criteria

Problem

Desirable Effects

Undesirable Effects

What is the overall certainty of the

evidence of effects?

Values

Structure, Preterm-Specific Post-Discharge Follow-Up Care

Structured, preterm-specific post-discharge follow-up care should be offered to children born very preterm

Questions
Is this problem a priority?

How substantial are the
desirable anticipated effects?

How substantial are the
undesirable anticipated
effects?

Very Low @O O0O.

Is there important uncertainty
about or variability in how
much people value the main
outcomes?

Explanations

The GDG has identified that the potential health, developmental, and caregiver impacts of
very preterm birth are a major priority for families and the community. Please see
background of guideline for more detail of the narrative review conducted.

The GDG considers that the benefits of offering structured, preterm-specific follow-up care
would be at least moderate and likely large for some families, as children born very preterm
are known to be at increased risk of adverse.

While we have no direct evidence, the GDG considers that harms or undesirable effects of
offering structured, preterm-specific follow-up care are likely to be small (e.g., may be a
source of anxiety for some families; attending appointments can be costly and burdensome
depending on families’ situations, but families would be free to choose whether the engage
with the care that is offered).

Outcomes of interest were captured in a single study for consideration were a composite of
neurodevelopmental impairment measure, cerebral palsy, visual impairment and hearing
impairment. For all outcomes, evidence was very uncertain about the effect of different
kinds of clinical follow up.

The GDG considered that there was possibly important uncertainty or variability in how
caregivers and those born very preterm value different outcomes given the existing
literature often combines perspectives of people who have experienced very preterm with
those who have experienced other neonatal conditions (i.e., is indirect to our population of
interest), and there has been little explicit investigation of perspectives of consumers with
socioeconomic disadvantage.
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Balance of effects

Considerations of costs and resources

Equity

Acceptability

Feasibility
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Does the balance between
desirable and undesirable
effects favor the intervention
or the comparison?

What would the impact on
health equity?

Is the intervention acceptable
to key stakeholders?

Is the intervention feasible to
implement?

Technical Report

Overall, the GDG judged that the balance of benefits and harms favours offering structured,
preterm-specific follow-up care for children born very preterm compared with the current
variability of care, which may include no routinely available follow-up care

No economic evaluations of different clinical follow-up models were identified in the
systematic review of the literature related to Question 1. In light of the GRADE guidance, we
elect to not consider resource use in forming recommendations given a lack of reliable data.
While we have no evidence, the GDG considers that offering structured, preterm-specific
follow-up care would probably increase health equity. Equity factors should be considered
in tailoring services to local contexts and resourcing them appropriately.

The GDG considers that offering structured, preterm-specific follow-up care is acceptable to
key stakeholders (families who have a child born very preterm and clinicians).

The GDG believes that offering structured, preterm-specific follow-up care is feasible for
consumers and individual clinicians but will require additional resourcing at the systems
level (e.g., funding tailored to the requirements of the consumer and clinicians).
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Wrong patient population
Wrong intervention
Wrong study design
Wrong setting

Wrong intervention
Wrong setting

Wrong comparator
Wrong comparator
Wrong intervention
Wrong intervention
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Wrong intervention
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Wrong patient population
Wrong intervention
Wrong intervention
Wrong comparator
Wrong patient population
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Wrong intervention
Wrong intervention
Wrong intervention
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Wrong intervention
Wrong intervention
Wrong intervention
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Wrong intervention
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Huang, H. B., Watt, M. J., Hicks, M., Zhang, Q. S., Lin, F., Wan, X. Q., . . . Cheung, P. Y. (2022). A
Family-Centered, Multidisciplinary Clinic for Early Diagnosis of Neurodevelopmental
Impairment and Cerebral Palsy in China-A Pilot Observation. Front Pediatr, 10, 840190.
doi:10.3389/fped.2022.840190
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This question was examined by a systematic review of the literature, guided by the PICOT framing

below:

P amonginfants born <32 weeks’ gestation

I do medical

1. gestational age 13.
2. sex 14.
3. small-for-gestational age status 15.
4. brain abnormalities

5. sepsis 16.
6. retinopathy of prematurity 17.
7. necrotising enterocolitis 18.
8. antenatal steroids

9. postnatal steroids

and social/environmental

10. bronchopulmonary dysplasia
11. neonatal surgery
12. neonatal seizures
C compared with not having the complication/exposure
O  affect later health or developmental or emotional/behavioural outcomes for children,
or mental health for caregivers

T atany later time?

socioeconomic status

parental mental health

access to breastmilk in the
neonatal/infant period

adverse childhood experiences
geographical remoteness
culturally and linguistically diverse
background

As for Question One, important and critical outcomes were identified from public consultation and

by the Guideline Development Group and are detailed below.

Domain

Physical

Subdomain

Growth and
nutrition

Respiratory

Cardiovascular
Infection

Sensory
functioning

Specific outcomes of interest Consensus
rating of
importance

e Height/length/weight/head e |/C

circumference
e BMI

e Body composition

e |Important
e Important

e Asthma e Important
e Respiratory tract infections o |/C

e Croup o LI/I

e Elevated blood pressure e Important
e (See also respiratory outcome)

e Gastrointestinal o LI/I

e Otitis media e Important
e Vision e CRITICAL
e Hearing e CRITICAL
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Domain

Sleep

Developmental

Quality of Life

Family

Subdomain

Sleep

General
development

Cognition

Feeding

Language and
communication

Motor

Behaviour,
emotions, and
mental health

Social skills

School
readiness
Overall quality
of life
Parental
wellbeing and
mental health

Parental
knowledge of

Technical Report

Specific outcomes of interest

Blindness

Deafness

Sleep problems, including sleep
apnoea

Neurodevelopmental impairment (a
composite of sensory, motor, and/or

cognitive impairments)

Early cognitive development
General cognition/IQ
Attention

Working memory/ executive
function

Visuospatial skills

Swallowing

Functional feeding skills
Feeding disorders

General language function or delay
Receptive language
Expressive language

Cerebral palsy
Developmental coordination
disorder (or high-risk of DCD)
General motor function or delay
Fine motor function or delay
Gross motor function or delay
General behaviour difficulties
Hyperactivity/externalising
Anxiety/internalising

Autism spectrum disorder
Attention deficit hyperactivity
disorder

Other psychiatric disorders
Trauma

Adaptive behaviours
Friendships

Interpersonal relationships
Pre-academic skills

Child’s quality of life
Family’s quality of life
Anxiety

Depression

General stress
Post-traumatic stress
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Consensus
rating of
importance

CRITICAL
CRITICAL
I/C

CRITICAL

CRITICAL
CRITICAL
CRITICAL
CRITICAL
I/C

I/C
I/C
I/C
CRITICAL
CRITICAL
CRITICAL
CRITICAL
I/C

CRITICAL
CRITICAL
CRITICAL
CRITICAL
CRITICAL
I/C

CRITICAL
CRITICAL

I/C
I/C
I/C
I/C
I/C
CRITICAL

CRITICAL
CRITICAL
CRITICAL
CRITICAL
I/C

CRITICAL
I/C
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Domain Subdomain Specific outcomes of interest Consensus
rating of
importance

child
development
Parenting e Parenting behaviour e 1/C
e Parenting confidence e CRITICAL
e Parent self-efficacy e CRITICAL
Access to e Barriers to accessing services e CRITICAL
services (follow-up and early intervention)

I/C: important/critical, LI/C: limited importance/important

A systematic literature search was conducted in three databases: Ovid MEDLINE, Embase, and
PubMed. The three searches were run on the 8" of September 2022. The publication period ranged
from 1990 to the time of the searches on the 8™ of September 2022. The search terms are detailed in
Appendix 2. Systematic Literature Review Search Strategies for Question 2.

A team of six reviewers screened all abstracts, with weekly meetings held to maintain consistency in
screening. Each abstract was screened twice and the full text of each article that passed screening was
reviewed by two out of five reviewers. Individual reviewers then extracted the data from included
studies (which was double-checked by a second reviewer) and conducted risk of bias assessment using
the JBI Critical Appraisal Checklist for Cohort Studies. In all stages, conflicts were resolved by
discussion and/or a third reviewer, including oversight from the Chair of the Steering Committee.

Studies were included if they reported on relationships between risk/resilience factors and outcomes
of interest in a representative sample of children born <32 weeks. Studies that identified their samples
by birthweight only (i.e., provided no information about gestational age) were excluded. Studies that
defined their samples by birthweight (e.g., ELBW, <1000 g) but not gestational age were included if
they reported the gestational age mean and standard deviation of their samples, provided the mean
+ 1 standard deviation of gestational age was below 32.0 weeks.

Given the large amount of research to be considered, the review was restricted to studies of
representative very preterm cohorts to attempt to ensure the highest quality evidence was
considered. To be included, studies needed to:
- Include only children born <32 weeks’ gestation
- Include only children born from 1990 onwards
- Have a minimum sample size of 50
- Berepresentative of children born very preterm (e.g., not drawn from a single hospital unless
that hospital services an entire region; not report a follow-up of a clinical trial; not exclude
children considered to be at higher or lower risk or who had other specific characteristics)
- Compare outcomes for children born VP (or their caregivers) with the risk/resilience factor of
interest against outcomes for children born VP (or their caregivers) without that risk/resilience
factor
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- Report adjusted analyses for outcomes and predictors of interest at specific timepoints

Studies were excluded if they were published before January 1, 1990, and/or published in a language
other than English.

Search Results — PRISMA flowchart

Figure 2 Search Results - PRISMA flowchart

Studies for screening > Duplicates removed
(n =18,967) (n=3,779)
\ 4
Studies screened »| Irrelevant studies
= (n=15,324) (n = 14,309)
'c
8
g \4
Full-text studies assessed for Studies excluded: 878
eligibility > Wrong patient population
(n=1,105) (n =602)
Wrong analysis (confounders
not adjusted) (n = 89)
Wrong outcomes (n = 63)
Wrong exposure and/or
- comparator (n = 39)
_ v Wrong study design (n = 35)
Wrong comparator
5 (n=27)
E Studies included in review Wrong exposure (n = 12)
T (n=129) Duplicate (n = 4)
= Published in a language
___J other than English (n = 4)
Wrong setting (n = 2)
Full text not available (n = 1)
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Effect Number of Design RoB Inconsistency
participants
(studies)
Outcome: Physical Growth - weight
155 (1 study) Geographical = No Not applicable
cohort serious | (single study)
Outcome: Physical Growth — Head Circumference
524 (2 studies) = Geographical = No Not applicable
cohort serious = (same cohort)
Outcome: Respiratory — Asthma
232 (1 study) Geographical = No Not applicable
cohort serious | (single study)
Outcome: Respiratory — Respiratory tract infections
5882 (3 Geographical = Serious = No serious ©
studies) cohort d
Outcome: Cardiovascular — elevated blood pressure
171 (1 study) = Geographical = No Not applicable
cohort serious | (single study)
Outcome: Physical: Sensory function — blindness
434 (1 study) @ Geographical = No Not applicable
cohort serious | (single study)
Outcome: Physical: Sensory function — other vision difficulties
1,107 (2 Geographical @ Serious | No serious
studies) cohort °
Outcome: Physical: Sensory function - deafness
29,441 (2 Geographical @ Serious | No serious
studies) cohort &

Outcome: Developmental: Neurodevelopmental impairment

Indirectness

No serious

Serious ®

Serious ®

Serious f

Serious @

Serious °

No serious

No serious

Imprecision

Serious ?

Serious ¢

Serious ?

No serious

Serious ®

No serious

No serious

Serious

© 2024 Murdoch Children’s Research Institute

Publication
bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

eOO0.

Very low

000,

Very low

000,

Very low

®O00O

Very low
DOOO0.

Very low
DOOO0.

Very low
DOOO0.

Very low
DOOO0.

Importance

Important/Critical

Important

Important

Important/Critical

Important

CRITICAL

CRITICAL

CRITICAL
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26,987 (12 Geographical | No No serious Serious ' Serious Undetected - Very low | CRITICAL
studies) cohort serious A000.

Outcome: Developmental: Cognition — early cognitive development
4,944 (2 Geographical = No No serious No serious, No serious Undetected - Low CRITICAL
studies) cohort serious Borderline ¥ BPOO

Outcome: Developmental: Cognition — IQ/General cognitive ability
2,793 (4 Geographical = Serious | No serious™ No serious ° No serious P Undetected | - Very low CRITICAL
studies) cohort ! SO0O0.

Outcome: Developmental: Cognition — working memory/executive functioning
275 (1 study) = Geographical = No Not applicable Serious ® Serious ¢ Undetected - Very low CRITICAL

cohort serious | (single study) DO00.

Outcome: Developmental: Feeding — functional feeding skills
2,103 (1 Geographical = No Not applicable serious ° No serious Undetected - Very low Important/Critical
study) cohort serious | (single study) DOO0.

Outcome: Developmental: Language/communication — general language function or delay
6,284 (2 Geographical = Serious = No serious No serious No serious Undetected - Very low CRITICAL
studies) cohort ' ®O00.

Outcome: Developmental: Motor — cerebral palsy
5,463 (4 Geographical = No No serious No serious No serious Undetected - Very low CRITICAL
studies) cohort serious DO00.

Outcome: Developmental: Motor — general motor function or delay
3785 (1 Geographical = No Not applicable No serious No serious Undetected - Low CRITICAL
studies) cohort serious | (single study) 1210)0)

Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
3,002 (3 Geographical = No No serious Serious ® No serious Undetected - Very low CRITICAL
studies) cohort serious DO00.

S

Outcome: Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties
889 (1 study) = Geographical = No Not applicable No serious No serious Undetected - Low Important/Critical
cohort serious | (single study) [1210)0)

Outcome: Developmental: Behaviour, emotions, mental health — autism spectrum disorder (AS)
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219 (1 study) @ Geographical = No Not applicable Serious ® No serious, Undetected - Very low CRITICAL
cohort serious | (single study) borderline BSO00.

Outcome: Quality of life: Children’s quality of life
3,687 (1 Geographical = No Not applicable No serious Serious " Undetected - Very low CRITICAL
study) cohort serious | (single study) DOO0.

Outcome: Family: Access to services — barriers to accessing health and developmental services
10,249 (1 Geographical = No Not applicable No serious No serious Undetected - Low CRITICAL
study) cohort serious | (single study) [1410)0)

Commonly used symbols to describe certainty in evidence profiles: high certainty @@®@®®, moderate certainty ®®®Q, low certainty @D QO and very low certainty @O OO.

2Downgrade one level due to small sample size of included study.

® Downgraded one level as study focuses on a subgroup of clinical population of interest.

¢Downgraded one level due to wide confidence interval.

90ne of the included studies had high risk of bias due to concerns regarding the validity of the outcome (parent report) and differences in included and excluded populations. This study contributed a large sample
size to the analysis and the judgement was made to downgrade one level.

e Studies showed some inconsistency of results however they are overlapping, and increased odds ratio is in the highest sample size study therefore the reviewers chose not to downgrade.

fDowngraded one level as study focuses on a subgroup of clinical population of interest and the use of surrogate outcomes (respiratory related admission).

& One of the included studies has a high risk of bias due to concerns about identification of all potential confounders, and outcome measurement varied between exposure and non-exposure groups and limited
information about follow up rates and no adjustment to analysis. The other study has concerns regarding the validity of outcome measurements as well as concerns about adjustment of analyses based on loss to
follow up. We judged the evidence to have very serious concerns methodological limitations.

hDowngraded one level due to non-reporting of effect size and confidence interval of large, included study

iDowngraded one level as majority of studies (11/12) focus on a subgroup of clinical population of interest and definition of neurodevelopmental impairment was inconsistent across the included studies.

i Downgraded one level as effect sizes cross the line of no effect and wide confidence intervals.

k One of the included studies included a subset of the clinical population of interest and was judged to have borderline indirectness due to the large sample size of this study. The decision was made not to
downgrade as this was not the largest included study.

' Downgraded by one due to methodological concerns. One of these studies contributed significantly to the sample size and thus we judged to have methodological limitations to the analysis.

™ Downgraded by one level as a wide variance of effect sizes across studies

° Downgraded one level as 3/5 studies focus on a subgroup of clinical population of interest and the 2/5 that focus on the target population are the smallest studies in the assessment. Outcome measures used are
different across studies.

P Downgraded by one due to effect sizes crossing the line of no effect and wide Cls

9 Downgraded one level due to small sample size and wide Cis.

"Downgraded by one due to concerns about identification of confounders and completeness of follow up in one study (Tulviste 2020). As this study was a significantly larger study, we judged this assessment to have
serious methodological limitations.

s Two of the three included studies had concerns regarding loss to follow up however we decided not to downgrade due to the small sample sizes of these studies in the overall assessment

tNoted small sample size of included study (n=219) however we judged that there were no direct concerns regarding imprecision when reviewing the effect size and 95% Cl

“Downgraded on level due to concerns regarding imprecision as no Cl were reported.
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Effect  Number of Design RoB Inconsistency Indirectness  Imprecision Publication Other Certainty Importance
participants bias in the
(studies) evidence*
Outcome: Physical Growth - weight
10049(1study) Geographical | Serious = Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort 2 (single study) eO00
Outcome: Physical Growth — BMI
889(1 study) Geographical = No Not applicable No serious No serious Undetected - Low Important
cohort serious | (single study) ®e0O0
Outcome: Respiratory - Asthma
889(1 study) Geographical = No Not applicable No serious No serious Undetected - Low Important
cohort serious | (single study) ®eO0
Outcome: Respiratory — Respiratory tract infections
5510(2 studies) = Geographical @ serious = No serious No serious No serious undetected - Very low Important
cohort o000
Outcome: Cardiovascular — elevated blood pressure
472(3 studies) Geographical = No No serious No serious Serious ¢ Undetected - Very low Important
cohort serious 10100
C
Outcome: Physical: Sensory function — blindness
889(1 study) Geographical = No Not applicable No serious No Serious Undetected - Low CRITICAL
cohort serious | (single study) S110]@)
Outcome: Physical: Sensory function - deafness
889(1 study) Geographical = No Not applicable No Serious No Serious Undetected - Low CRITICAL
cohort serious | (single study) ®O0
Outcome: Sleep — sleep problems
2196(1 study) Geographical = Serious @ Not applicable No serious No serious Undetected - Very Low Important/Critical
cohort e (single study) o000
Outcome: Developmental: Neurodevelopmental impairment
25408(19 Geographical = No No serious Serious ? No serious Undetected Very low CRITICAL
studies) cohort serious -10]0]®)

Outcome: Developmental: Cognition — early cognitive development
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Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:
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5565(4 studies) = Geographical = No Not serious, No serious No serious Undetected
cohort serious | borderline f

Developmental: Cognition — 1Q/General cognitive ability

2002 (4 studies) = Geographical No No serious No serious No serious Undetected -
cohort serious

Developmental: Cognition — attention

874(1 study) Geographical | Serious = Not applicable No Serious No serious Undetected -
cohort e (single study)

Developmental: Cognition — working memory/executive functioning

874(1 study) Geographical | Serious = Not applicable No Serious Not serious Undetected -
cohort e (single study)

Developmental: Feeding — functional feeding skills

1151(1 study) Geographical = No Not applicable no serious No Serious a Undetected -
cohort serious | (single study)

Developmental: Language/communication — general language function or delay

293 (2 studies) Geographical = No no serious No serious Serious & Undetected -
cohort serious

Developmental: Language/communication — receptive language

874(1 study) Geographical | Serious = Not applicable No Serious No serious Undetected -
cohort e (single study)

Developmental: Language/communication — expressive language

874(1 study) Geographical = No Not applicable No Serious No serious Undetected -
cohort serious | (single study)

Developmental: Motor — cerebral palsy

5746 (5 studies) = Geographical = No No serious No Serious No Serious Undetected -
cohort serious

Developmental: Motor — developmental coordination disorder (DCD) or high-risk of DCD

629(1 study) Geographical = No Not applicable No serious No serious Undetected -
cohort serious | (single study)

Developmental: Motor — general motor function or delay

3785(1 study) Geographical = No Not applicable No serious No serious Undetected -
cohort serious | (single study)

Developmental: Motor — fine motor function or delay

355(1 study) Geographical = No Not applicable Serious® Serious" Undetected -

cohort

serious | (single study)
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Low

®000

Low

®000

Very low

®O00O

Very low

eO00

Low

®000

Very low

®O00O

Very low

®O00O

Very low

®O00O

Low

®000

Low

o000

Low

o000

Very low

®O00O

CRITICAL

CRITICAL

CRITICAL

CRITICAL

Important/Critical

CRITICAL

CRITICAL

CRITICAL

CRITICAL

Important/Critical

CRITICAL

CRITICAL
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Outcome: developmental: Motor — gross motor function or delay

874(1 study) Geographical | Serious = No serious No serious No serious Undetected - Very low CRITICAL
cohort 2 e000O
Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
2505 (1 study) Geographical = No Not applicable Serious ? No serious Undetected - Very low CRITICAL
cohort serious | (single study) o000
Outcome: Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties
889 (1 study) Geographical = No No serious No serious? No serious Undetected - Low Important/Critical
cohort serious ®e0O0
Outcome: Developmental: Behaviour, emotions, mental health — autism spectrum disorder (AS)
1631(3 studies) = Geographical | Serious = No serious Serious® No serious Undetected - Very low CRITICAL
cohort e e0O00O
Outcome: Developmental: Behaviour, emotions, mental health — attention deficit hyperactivity disorder
889(1 study) Geographical = No Not applicable No Serious No serious Undetected - Very low CRITICAL
cohort serious | (single study) 10100
Outcome: Quality of life: Children’s quality of life
4576(2 studies) | Geographical = No No serious No serious No serious Undetected - Low CRITICAL
cohort serious 1]0@)

Commonly used symbols to describe certainty in evidence profiles: high certainty @@@®@®, moderate certainty OB, low certainty DO and very low certainty @O QO.

2 Downgraded one level due to methodological concerns and concerns regarding loss to follow up

® Downgraded one level as study focuses on a subgroup of clinical population of interest

¢ One included study (Roberts 2014) had a moderate RoB due to concern regarding follow up however we judged to have minimal impact to overall assessment due to low sample size of total included studies.
4 Downgraded one level due to wide small sample size

¢ Downgrade due to methodological concerns

fInconsistency of results is especially noted in one study (Agarwal 2018) however this may be attributed to the small sample size. We judged this to be borderline as it was the smallest of the included studies.
& Downgrade one level due to wide confidence interval and small sample size of study

" Downgraded one level due to small sample size and wide Cl
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Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:
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Number of  Design RoB Inconsistency Indirectness Imprecision
participants
(studies)
Physical Growth — height
283(1study) @ Geographical No Not applicable = Serious ? No serious
cohort serious | (singe study)
Physical Growth — weight
10,332(2 Geographical = Serious = No Serious Serious ? No serious
studies) cohort b
Physical Growth — BMI
1186(2 Geographical = Serious No Serious ® Serious ? No serious
studies) cohort c
Physical Growth — Head Circumference
283(1study) @ Geographical No Not applicable = Serious ? No Serious
cohort serious | (single study)
Respiratory — Respiratory tract infections
2571(1 Geographical Serious = Not applicable | Serious? No serious
study) cohort d (single study)
Cardiovascular — elevated blood pressure
486(2 Geographical No No serious Serious? No serious
studies) cohort serious
Developmental: Neurodevelopmental impairment
6757(6 Geographical = No No serious No serious No serious
studies) cohort serious
Developmental: Cognition — early cognitive development
5774(4 Geographical = Serious = No serious No serious No serious b
studies) cohort e
Developmental: Cognition — 1Q/General cognitive ability
235 (1 study) = Geographical No Not applicable ' No Serious ® No serious
cohort serious | (single study)

Developmental : cognition- attention
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Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

SOo00

Very low

SO000

Very low

D000

Very low

D000

Very low

DO00
Very low
Low

Se00

Very low

SOo00

Low

800

Importance

Important/Critical

Important/Critical

Important

Important/Critical

Important/Critical

Important/Critical

CRITICAL

CRITICAL

CRITICAL
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228(1 study) | Geographical @ serious Not applicable = No serious No serious undetected @ - Very Low CRITICAL
cohort (single study)
Outcome: Developmental: Feeding — functional feeding skills
1151(1 Geographical = Serious = Not applicable = Serious ? No serious Undetected @ - Very low Important/Critical
study) cohort c (single study) DOOO
Outcome: Developmental: Motor — cerebral palsy
4231(2 Geographical = Serious = No serious No serious no serious Undetected Very low CRITICAL
studies) cohort c DbOO0O
Outcome: Developmental: Motor — developmental coordination disorder (DCD) or high-risk DCD
629(1 study) | Geographical @ Serious Not applicable = No serious No serious Undetected @ - Very low Important/Critical
cohort ¢ (single study) ©O00O
Outcome: Developmental: Motor — general motor function or delay
3785(1 Geographical = Serious = Not applicable = No serious No serious Undetected @ - Very low Important/Critical
study) cohort ¢ (single study) ©O00
Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
3063(3 Geographical = Serious = No serious Serious ? No serious Undetected | - Very low CRITICAL
studies) cohort f bO00O
Outcome: Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties
400 (1 study) = Geographical | Serious Not applicable = No serious No serious, Undetected @ - Very low CRITICAL
cohort ¢ (single study) borderline & SO00O
Outcome: Quality of life: Children’s quality of life
3687 (1 Geographical No Not applicable = No serious No serious Undetected @ - Low CRITICAL
study) cohort serious | (single study) SDOO
Outcome: Family: Access to services — barriers to accessing health and developmental services
10249(1 Geographical No Not applicable = No serious No serious Undetected @ - Low CRITICAL
study) cohort serious | (single study) DdDOO

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B Q) and very low certainty @O QO QO.
2 Downgraded one level as study focuses on a subgroup of clinical population of interest

b Downgraded one due to loss to follow up in larger study in the assessment

¢ Downgraded one due to loss to follow up with no statistical adjustment or description of reasons for loss to follow up

4 Downgraded one due to moderate risk of bias. Concerns regarding validity of outcome measurement, differences across groups.

¢ Downgraded one due to moderate risk of bias in several studies with concerns regarding loss to follow up.

f Downgraded one due to moderate risk of bias of two of the three studies. Concerns about loss to follow-up rates and clarity about exposure measurement.

& Downgraded one level due to wide Cis and borderline sample size.
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Effect

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm

Technical Report

Number of Design RoB Inconsistency Indirectness
participants
(studies)
Developmental: Neurodevelopmental impairment
18720(9 Geographical No No serious No serious
studies) cohort serious
Developmental: Cognition — early cognitive development
5257(2 Geographical = No No serious No serious
studies) cohort serious
Developmental: Cognition — attention
228(1 study) = Geographical = Serious Not applicable = No serious
cohort a (single study)
Developmental: Language/communication — general language function or delay
1472(1 Geographical No Not applicable = Serious €
study) cohort serious | (single study)
Developmental: Motor — cerebral palsy
10153(4 Geographical = No No serious No serious
study) cohort Serious
Developmental: Motor — general motor function or delay
6091(2 Geographical ' No No serious No serious
studies) cohort serious

developmental: Motor — fine motor function or delay
355(1 study) = Geographical = Serious Not applicable Serious®

cohort a (single study)
developmental: Motor — gross motor function or delay
2306(1 Geographical No Not applicable = No serious
study) cohort Serious | (single study)
: developmental: behaviour, emotions, mental health — general behaviour difficulties
2505 (1 Geographical ' No Not applicable @ Serious €
study) cohort serious | (single study)

Imprecision

No serious

No serious

Serious ®

No serious

No serious

No serious

Serious ¢

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Low

ee00

Low

D00

Very Low

DO00

Very low

©Oo00

Low

D00

Low

D00

Very Low

DOo00

Low

800

Very low

©Oo00

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty @®®O, low certainty @B OO and very low certainty @O QO QO.
a Downgraded one level due to concerns over methodological quality in regard to reporting of outcomes as well as loss to follow up
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Importance

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL
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b Downgraded one level as small sample size and no reported effect size and Cls.
c Downgraded one level as study focuses on a subgroup of clinical population of interest
d Downgraded one level due to wide confidence interval and small sample size
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Effect Number of Design RoB Inconsistency
participants
(studies)
Outcome: Physical Growth - height
241(2studies) Geographical = No No serious
cohort serious
Outcome: Physical Growth — weight
160(1 study) Geographical = No Not applicable
cohort serious | (single study)
Outcome: Physical Growth — Head Circumference
160(1 study) Geographical = No Not applicable
cohort serious | (single study)
Outcome: Developmental: Neurodevelopmental impairment
20,319(8 Geographical = No No serious
studies) cohort serious
Outcome: Developmental: Cognition — early cognitive development
5854(2 Geographical = No No serious
studies) cohort serious

Outcome: Developmental: Cognition — attention
228(1 study) Geographical | Serious | Not applicable

cohort b (single study)
Outcome: Developmental: Language/communication — general language function or delay
2069(1 study) Geographical = No Not applicable
cohort serious | (single study)
Outcome: Developmental: Motor — cerebral palsy
9193(3 Geographical = No No serious
studies) cohort serious
Outcome: Developmental: Motor — general motor function or delay
8160(3 Geographical = No No serious
studies) cohort serious

Outcome: developmental: Motor — gross motor function or delay
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Indirectness

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

Imprecision

Serious ?

No serious

No serious

No serious

No serious

Serious ¢

No serious

Serious ¢

No serious

Publication
bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

DO00

Low

D00

Low

D00

Low

D00

Low

800

Very low

©Oo00

Low

D00

Very low

DOo00

Low

800

Importance

Important/Critical

IMPORTANT/CRITICAL

IMPORTANT/CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL
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2306 (1 study)  Geographical No Not applicable No serious No serious Undetected - Low
cohort serious | (single study) dDOO
*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty @®D O, low certainty ®®OQ and very low certainty @O OO.

a Downgraded one level due to small sample size and wide confidence intervals

b Downgraded due to methodological concerns with included studies being of moderate and high risk of bias
c Downgraded one level due to concerns regarding precision due to small sample size

d Downgraded one level due to wide confidence intervals for the largest study included
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Effect Number of Design RoB Inconsistency  Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*

Outcome: Physical Growth - weight
10204(2 Geographical = Serious = No serious No serious No serious ® = Undetected | - Very Low Important/Critical
studies) cohort a dDOO

Outcome: Developmental: Neurodevelopmental impairment
5774(8 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious HdDOO

Outcome: Developmental: Cognition — early cognitive development
7892(4 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious dDOO

Outcome: Developmental: Cognition — IQ/General cognitive ability
2233 (5 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious dDOO

Outcome: Developmental: Feeding — functional feeding skills
1151(1 Geographical = Serious ~Not applicable = Serious ¢ No serious Undetected - Very low Important/Critical
study) cohort c (single study) SDOO

Outcome: Developmental: Language/communication — general language function or delay
2224(2 Geographical = No No serious No serious No serious © | Undetected @ - Low CRITICAL
studies) cohort serious HbDhOO

Outcome: Developmental: Motor — cerebral palsy
2284(4 Geographical = No Seriousf No serious Serious & Undetected @ - Very low CRITICAL
studies) cohort serious HbDOO

Outcome: Developmental: Motor — general motor function or delay
3220(2 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious SDO0O

Outcome: developmental: Motor — gross motor function or delay
100(1 study) = Geographical No Not applicable = No serious Serious " Undetected - Very low CRITICAL

cohort serious | (single study) dDOO

Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
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339 (1 Geographical = Serious = Not applicable = No serious No serious Undetected - Very low

study) cohort ¢ (single study) epO0O
*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty @BDO, low certainty @B and very low certainty @O O QO.
2 Downgraded one level due to methodological concerns regarding loss to follow up
b Noted large confidence interval for study 2 but decided not to downgrade due to small sample size and contribution to overall assessment
¢ Downgraded due to methodological concerns
9 Downgraded one level due to subset of clinical population of interest
¢ Noted wide confidence interval in study 2 however contributed small sample size to overall assessment. Borderline, decision not to downgrade
finconsistency in results
¢ Downgraded one level due to wide confidence intervals
h Downgraded one level due to concerns in precision with small sample size of included study
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Effect

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Number of Design RoB

participants

(studies)
Physical Growth - weight

10049 (1 Geographical = Serious

study) cohort a
Developmental: Neurodevelopmental impairment

17181(5 Geographical = Serious

studies) cohort a
Developmental: Cognition — early cognitive development

8302(2 Geographical No

studies) cohort serious
Developmental: Cognition — 1Q/General cognitive ability

1832(2 Geographical = Serious

studies) cohort a
Developmental: Feeding — functional feeding skills

1151(1 study) = Geographical @ Serious

cohort a

Developmental: Motor — cerebral palsy

9118(4 Geographical = No

studies) cohort serious
Developmental: Motor — general motor function or delay

3785 (1 Geographical = No

study) cohort serious

523(1 study) Geographical = Serious
cohort a
: Quality of life: Children’s quality of life
194(1study) Geographical = Serious
cohort @

Inconsistency

Not applicable
(single study)

No serious

No serious

No serious

Not applicable

(single study)
No serious
Not applicable
(single study)

Not applicable
(single study)

Not applicable
(single study)

Indirectness

Serious ®

No serious

Serious °

No serious

Serious ®

No serious

No serious

Developmental: Behaviour, emotions, mental health — autism spectrum disorder (ASD)

Serious €

No serious

Imprecision

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Certainty
in the
evidence*

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B QO and very low certainty @O QO QO.
2 Downgraded one level to methodological concerns
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Importance

Very low

SOo00

Very low

S000

Very low

D000

Very low

D000

Very low

S000

Low

800

Low

D00

Very low

SOo00

Very low

S000
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b Downgraded one level due to subset of clinical population of interest
¢Downgraded one level due to subset of clinical population of interest and use of surrogate outcome
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Effect Number of Design RoB Inconsistency Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*

Outcome: Physical Growth - weight
10049(1 Geographical = Serious = Not Serious ® No serious Undetected - Very low Important/Critical
study) cohort a applicable SO00O

(single study)
Outcome: Physical Growth — Head Circumference
1085 (1 Geographical No Not No serious No serious Undetected - Low Important/Critical
study) cohort serious | applicable bDOO
(single study)
Outcome: Physical: Sensory function — blindness
355(1 study) = Geographical @ Serious ' Not Serious ® No serious Undetected - Very low CRITICAL
cohort a applicable SO00O
(single study)
Outcome: Physical: Sensory function — other vision difficulties

1279(3 Geographical = Serious = No serious No serious No serious Undetected - Very low CRITICAL
studies) cohort a OO0

Outcome: Developmental: Neurodevelopmental impairment
11389(9 Geographical No No serious No serious No serious Undetected | - Low CRITICAL
studies) cohort Serious bbOO

Outcome: Developmental: Cognition — early cognitive development
10,089(6 Geographical = No No serious Serious ® No serious Undetected | - Very low CRITICAL
studies) cohort serious SO00O

Outcome: Developmental: Cognition — IQ/General cognitive ability
1702(3 Geographical = Serious = No serious No serious No serious Undetected - Very low CRITICAL
studies) cohort a bOOO

Outcome: Developmental: Cognition — working memory/executive functioning
91(1study) = Geographical No Not No serious Serious © Undetected - Very Low CRITICAL

cohort serious = applicable OO0

(single study)
Outcome: Developmental: Cognition — visuospatial skills
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172 (1 Geographical = Serious Not No serious Serious ¢ Undetected Very low Important/Critical
study) cohort a applicable bOO0O
(single study)
Outcome: Developmental: Language/communication — general language function or delay

6586(2 Geographical No No serious Serious ? No serious Undetected - Very low CRITICAL
studies) cohort serious bOO0O
Outcome: Developmental: Motor — cerebral palsy
1626(2 Geographical No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious D00
Outcome: Developmental: Motor — developmental coordination disorder (DCD) or high-risk of DCD
629(1 study) Geographical @ Serious = Not No serious No serious Undetected - Very low Important/Critical
cohort applicable SO00O

(single study)
Outcome: Developmental: Motor — general motor function or delay

5257(3 Geographical No No serious No serious No serious Undetected - Low CRITICAL
study) cohort serious bDbOO

Outcome: developmental: Motor —fine motor function or delay
618(3 Geographical = Serious = No serious Serious ® Serious ¢ undetected | - Very low CRITICAL
studies) cohort a $0]0]e)

Outcome: developmental: Motor —gross motor function or delay
100(1 study) = Geographical No Not No serious No serious - Undetected Low CRITICAL

cohort serious | applicable SDOO

(single study)
*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @O QO QO.
2 Downgraded one level due to methodological concerns and moderate risk of bias
b Downgraded one level due to subset of clinical population of interest
¢ Downgraded one level due to wide confidence interval
9 Downgraded one level due to wide confidence interval and small sample size
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Effect

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Number of Design RoB Inconsistency

participants

(studies)

Physical Growth - height

322(2 studies) = Geographical = No No serious
cohort serious

Physical Growth — weight

10290(2 Geographical = Serious = No serious

studies) cohort b

Physical Growth — Head Circumference

1396(2 Geographical = No No serious

studies) cohort serious

Developmental: Neurodevelopmental impairment

16484(7 Geographical @ Serious = No serious

studies) cohort c

Developmental: Cognition — early cognitive development

12795(7 Geographical | No No serious

studies) cohort serious

Developmental: Cognition — 1Q/General cognitive ability

2067(3 Geographical @ Serious = Serious ©

studies) cohort a

Developmental: Feeding — functional feeding skills

1151(1 study) = Geographical = Serious = Not applicable

cohort b (single study)
Developmental: Language/communication — general language function or delay
2069(1 study) = Geographical = No Not applicable

cohort serious | (single study)

Developmental: Motor — cerebral palsy

5691(4 study)  Geographical | Serious = No serious
cohort b

Developmental: Motor — general motor function or delay
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Indirectness

Serious ?

Serious ?

No serious

Serious ¢

Serious ?

No serious

Serious ?

No serious

No serious

Imprecision

Serious

No serious

No serious

No serious

No Serious

No serious

No serious

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

eO00

Very low

eO00

Low

®000

Very low

®O00O

Low

®000

Very low

®O00O

Very low

®O00O

Low

®eO0

Very low

®O00O

Importance

Important/Critical

Important/Critical

Important/Critical

CRITICAL

CRITICAL

CRITICAL

Important/Critical

CRITICAL

CRITICAL
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5240(4 Geographical | Serious | No serious No serious No serious Undetected -
studies) cohort b
Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
219(1 study0 Geographical = No Not applicable Serious? Serious f Undetected -
cohort serious | (single study)

Very Low CRITICAL

eO00O

Very low CRITICAL

®O00O

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®DDO, low certainty @D and very low certainty @O O Q.

2Downgraded one level due to subset of clinical population of interest

b Downgraded one level due to methodological concerns and moderate risk of bias

¢ Downgraded one level due to methodological concerns in several large sample size included studies
4 Downgraded one level due to several studies investigating a subset of clinical population of interest
¢ Downgrade due to inconsistency of reported results

f Downgraded one level due to wide confidence interval and small sample size
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Effect Number of Design RoB Inconsistency  Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*
Outcome: Physical Growth - weight
3892(1 study) = Geographical = No Not applicable No serious No serious Undetected - Low Important/Critical
cohort serious | (single study) ®e0O0
Outcome: Physical Growth — Head Circumference
3892 (1 study) Geographical No Not applicable No serious No serious Undetected - Low Important/Critical
cohort serious | (single study) ®e0O0
Outcome: Sensory function — blindness
3892 (1 study) Geographical No Not applicable No serious Serious? Undetected - Very low CRITICAL
cohort serious | (single study) o000
Outcome: Sensory function — deafness
3892 (1 study) Geographical = No Not applicable No serious No serious Undetected - Low CRITICAL
cohort serious | (single study) ®e0O0
Outcome: Developmental: Neurodevelopmental impairment
18964(10 Geographical | No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious ®e0O0
Outcome: Developmental: Cognition — early cognitive development
10047(5 Geographical = No No serious® Serious ¢ No serious ¢ Undetected - Very low CRITICAL
studies) cohort serious e0O00O
Outcome: Developmental: Cognition — IQ/General cognitive ability
1714(3 Geographical | Serious | serious’ No serious No serious Undetected - Very low CRITICAL
studies) cohort e o000
Outcome: Developmental: Feeding — functional feeding skills
1151(1 study) = Geographical @ Serious @ Not applicable Serious ¢ No serious Undetected - Very low Important/Critical
cohort e (single study) o000
Outcome: Developmental: Language/communication — general language function or delay
4682(2 Geographical | No No serious Serious ¢ No serious Undetected - Very Low CRITICAL
studies) cohort serious o000

Outcome: Developmental: Motor — cerebral palsy
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9608(5 Geographical = No No serious No serious No serious Undetected - Low

studies) cohort serious ®e0O0
Outcome: Developmental: Motor — general motor function or delay

4909(2 Geographical = No No serious No serious No serious Undetected - Low

studies) cohort serious edO0O
Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties

2168(2 Geographical = No Serious Serious ¢ No serious Undetected - Very low

studies) cohort serious 10]0]®)
Outcome: Developmental: Behaviour, emotions, mental health — adaptive behaviours

1934(1 study) = Geographical = No Not applicable Serious? No serious Undetected - Very low

cohort serious | (single study) OO0

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®OBO, low certainty @B and very low certainty @O QO QO.
2 Downgraded one level due to wide confidence interval

b Noted smaller study showed inconsistency in results however we judged that it did not contribute enough to the assessment to downgrade

¢ Downgraded one level due to subset of clinical population of interest

9 Noted a wide confidence interval on a smaller study however we judged that this did not contribute enough to the assessment to downgrade.

¢ Downgraded one level due to methodological concerns and moderate risk of bias

f Downgrade due to inconsistency of reported results
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CRITICAL

CRITICAL

CRITICAL

Important/Critical
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Effect

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Number of Design RoB Inconsistency

participants

(studies)

Physical Growth - height

524(3 studies) = Geographical = No Serious
cohort serious

Physical Growth — weight

443(2 studies) = Geographical = No Serious
cohort serious

Physical Growth — Head Circumference

443(2 studies) = Geographical = No No serious
cohort serious

Respiratory — Respiratory tract infections

372(1 study) Geographical = No Not applicable
cohort serious | (single study)

Developmental: Neurodevelopmental impairment

8025(7 Geographical | No No serious

studies) cohort serious

Developmental: Cognition — early cognitive development

3785(1 study) = Geographical = No Not applicable
cohort serious | (single study)

Developmental: Cognition — 1Q/General cognitive ability

280(1 study) Geographical = No Not applicable
cohort serious | (single study)

Developmental: Cognition — attention

228 (1 study) Geographical @ Serious = Not applicable
cohort b (single study)

Developmental: Feeding — functional feeding skills

1151 (1 study) Geographical @ Serious @ Not applicable
cohort a (single study)

Developmental: Motor — cerebral palsy
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Indirectness

Serious?

Serious?

Serious?

No serious

No serious

No serious

No serious

Serious?

Serious®

Imprecision

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

SOo00

Very low

S000

Very low

D000

Low

D00

Low

800

Low

800

Low

D00

Very low

SOo00

Very low

D000

Importance

Important/Critical

Important/Critical

Important/Critical

Important/Critical

CRITICAL

CRITICAL

CRITICAL

CRITICAL

Important/Critical
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4889(4 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious dDOO
Outcome: Developmental: Motor — general motor function or delay
4068(2 Geographical = No No serious No serious No serious© Undetected - Low CRITICAL
studies) cohort serious dDOO
Outcome: developmental: Motor — fine motor function or delay
355(1 study) Geographical @ Serious = Not applicable Serious? No serious Undetected - Very low CRITICAL
cohort b (single study) DbOO0O
Outcome: developmental: behaviour, emotions, mental health — general behaviour difficulties
158(1 study) Geographical @ Serious = Not applicable No serious No serious Undetected - Very low CRITICAL
cohort b (single study) ©O00O
Outcome: Developmental: Behaviour, emotions, mental health — autism spectrum disorder (ASD)
523(1 study) Geographical @ Serious = Not applicable Serious? No serious Undetected - Very low CRITICAL
cohort b (single study) ®O00O

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @O QO QO.
2Downgraded one level due to subset of clinical population of interest in two of the three included studies

b Downgraded one level due to methodological concerns and moderate risk of bias

¢Noted wide confidence interval but decided not to downgrade due to small sample size.
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Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:
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Number of Design RoB Inconsistency

participants

(studies)

Physical Growth - height

160 (1 study) Geographical = No Not applicable
cohort serious | (single study)

Physical Growth - weight

10364(3 Geographical = Serious = No serious

studies) cohort a

Physical Growth — head circumference

160(1 study) Geographical | No Not applicable
cohort serious | (single study)

Respiratory - Asthma

1296(3 Geographical = No No serious

studies) cohort serious

Respiratory — Respiratory tract infections

6064(4 Geographical | No No serious

studies) cohort serious

Respiratory — Respiratory tract infections — hospitalisations

1043(2 Geographical = No No serious

studies) cohort serious

Physical: Sensory function — other vision difficulties
1023(1 study) = Geographical | Serious = No serious

cohort d
Sleep — sleep problems
2310(1 study) = Geographical = No Not applicable
cohort serious | (single study)
Developmental: Neurodevelopmental impairment
20,103(11 Geographical | No No serious
studies) cohort serious

Developmental: Cognition — early cognitive development
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Indirectness

No serious

No serious

No serious

No serious

Serious ®

No serious

No serious

Serious €

Serious €

Imprecision

No serious

No serious

No serious

No serious

No serious ©

No serious

No serious

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Low

ee00

Very low

S000

Low

D00

Low

D00

Low

800

Low

800

Very Low

o000

Very low

SOo00

Very low

D000

Importance

Important/Critical

Important/Critical

Important/Critical

Important

Important/Critical

Important/Critical

CRITICAL

Important/Critical

CRITICAL
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Outcome:

Outcome

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

8302(2

studies)
Developmental:
2258(2

studies)

: Developmental:

1091(2
studies)
Developmental:
863 (1 study)

Developmental:
863 (1 study)

Developmental:
3254(2

studies)
Developmental:
5380(2

studies)
Developmental:
863 (1 study)

Developmental:
863 (1 study)

Developmental:
8681(3

studies)
Developmental:
5168(4

studies)
Developmental:
2505(1 study)

Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
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Geographical = No No serious Serious ¢ No serious
cohort serious

Cognition — 1Q/General cognitive ability
Geographical = No No serious No serious No serious
cohort serious

Cognition — attention
Geographical = No No serious Not No serious No serious
cohort serious | clear Not clear

Cognition — working memory/executive functioning
Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Cognition — visuospatial skills
Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Feeding — functional feeding skills
Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Language/communication — general language function or delay
Geographical = No No serious Serious € No serious
cohort serious

Language/communication — receptive language
Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Language/communication — expressive language
Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Motor — cerebral palsy
Geographical | No No serious No serious No serious
cohort serious

Motor — general motor function or delay
Geographical | No Serious @ No serious serious

cohort serious

behaviour, emotions, mental health — general behaviour difficulties
Geographical = No Not applicable Serious ¢ No serious
cohort serious | (single study)
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Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Very Low
Se00

Low

D00

Low

D00

Low

ee00

Low

ee00

Low

D00

Very low

o000

Low

800

Low

800

Low

D00

Very low

SOo00

Very low

D000

CRITICAL

CRITICAL

CRITICAL

CRITICAL

Important/Critical

Important/Critical

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL
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Outcome: Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties

2310(1 study) = Geographical = No Not applicable Serious © No serious Undetected - Very low Important/Critical
cohort serious | (single study) bOO00O
Outcome: Developmental: Behaviour, emotions, mental health — autism spectrum disorder (ASD)
1386(2 Geographical = No No serious Serious ¢ No serious Undetected - Very Low CRITICAL
studies) cohort serious bOO00O
Outcome: Developmental: Social skills — interpersonal relationships
863(1 study) Geographical = No Not applicable No serious No serious Undetected - Low Important/Critical
cohort serious | (single study) D00
Outcome: Quality of life: Children’s quality of life
3687(1 study)  Geographical No Not applicable No serious No serious Undetected - Low CRITICAL
cohort serious | (single study) SDO0O

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @ OO QO.
2 Downgraded one level due to methodological concerns and moderate risk of bias of largest included study

b Noted wide confidence interval for one however decision not to downgrade due to contribution of overall assessment

¢ Downgraded one level due to use of surrogate outcomes

9 Downgraded one level due to methodological concerns and moderate risk of bias

¢ Downgraded one level due to subset of clinical population of interest
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Effect Number of Design RoB Inconsistency  Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*
Outcome: Physical Growth — Head Circumference
241 (1 study) Geographical = No Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort serious = (single study) dDOOO
Outcome: Developmental: Neurodevelopmental impairment
1353(3studies) Geographical = No No serious No serious Serious ® Undetected - Very low CRITICAL
cohort serious SDOO
Outcome: Developmental: Cognition — IQ/General cognitive ability
499 (1 study) Geographical = No Not applicable No serious No serious Undetected - Low CRITICAL
cohort serious | (single study) DO00.
Outcome: Motor — Cerebral Palsy
499 (1 study) Geographical = No Not applicable No serious Serious ¢ Undetected - Very low CRITICAL
cohort serious | (single study) dDOO

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®®O, low certainty @B (OO and very low certainty @O O Q.
2 Downgraded one level due to subset of clinical population of interest

b Downgraded one level due to wide confidence interval

¢Downgraded one level due to wise confidence interval and small sample size of included study
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Outcome

Outcome

Outcome

Outcome

Outcome

Outcome
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Inconsistency

Not applicable
(single study)

Not applicable
(single study)

Not applicable
(single study)

Not applicable
(single study)

No serious

delay
Not applicable

Number of Design RoB

participants

(studies)
: Physical: Sensory function — blindness

2762 (1 Geographical No

study) cohort serious
: Physical: Sensory function — deafness

2762 (1 Geographical No

study) cohort serious
: Developmental: Neurodevelopmental impairment

2762 (1 Geographical No

study) cohort serious
: Developmental: Cognition — early cognitive development

2762 (1 Geographical No

study) cohort serious
: Developmental: Motor — cerebral palsy

4865(2 Geographical No

studies) cohort serious
: Developmental: Motor — general motor function or

2103(1 Geographical No

study) cohort serious

(single study)

Indirectness

No serious

No serious

No serious

No serious

Serious ®

Serious ?

Imprecision

Serious ?

No serious

No serious

No serious

No Serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very Low

SOo00

Low

®e00

Low

®e00

Low

®e00

Very Low

eO00

Very low

SO00

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B Q) and very low certainty @O QO QO.
2 Downgraded one level due to wide confidence interval.
b Downgraded one level due to subset of clinical population of interest.
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Importance

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL

CRITICAL
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Effect

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:
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Number of Design

participants

(studies)

Physical Growth - height

241 (1 study) Geographical
cohort

Physical Growth - weight

10049(1 study) = Geographical
cohort

Physical Growth — BMI

1112(2 studies)  Geographical
cohort

Respiratory - Asthma

1114(2 studies) = Geographical
cohort

RoB

No
serious

Serious
b

Serious
b

Serious
b

Respiratory — Respiratory tract infections

Inconsistency

Not applicable
(single study)

Not applicable

(single study)

Not serious

No serious

No serious

No serious

No serious

No serious

5882(3 studies) = Geographical = No
cohort serious
Developmental: Neurodevelopmental impairment
20,332(8 Geographical = No
studies) cohort serious
Outcome: Developmental: Cognition — early cognitive development
9827(3 studies) = Geographical = No
cohort serious
Outcome: Developmental: Cognition — 1Q/General cognitive ability
2955(6 studies) = Geographical = No
cohort serious

a

Outcome: Developmental: Feeding — functional feeding skills

Outcome: Developmental: Language/communication — general language function or delay

3254(2 studies) = Geographical
cohort

No
serious

Serious ¢
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Indirectness

Serious @

Serious ?

No serious

No serious

No serious

Serious ?

Serious @

No serious

Serious ?

Imprecision

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

No serious

Publication
Bias

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Other

Certainty
in the
evidence*

Very low

eO00

Very low

eO00

Very low

®O00O

Very low

®O00O

Low

®000

Very low

®O00O

Low

®O0O

Low

®eO0

Very Low

®O00O

Importance

Important/Critical

Important/Critical

Important/Critical

Important

Important/Critical

CRITICAL

CRITICAL

CRITICAL

Important/Critical
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8383(4 studies) = Geographical = No No serious No serious No serious
cohort serious
Outcome: Developmental: Motor — cerebral palsy
4763(3 studies) = Geographical = No No serious No serious No serious d
cohort serious
Outcome: Developmental: Motor — developmental coordination disorder (DCD) or high-risk of DCD
629(1 study) Geographical = Serious | Not applicable No serious No serious
cohort b (single study)
Outcome: Developmental: Motor — general motor function or delay
5719(2studies) Geographical = No No serious No serious No serious
cohort serious
Outcome: developmental: Motor — fine motor function or delay
355(1 study) Geographical = Serious | No serious Serious ? No serious
cohort b
Outcome: developmental: behaviour, emotions, mental health — adaptive behaviours
3903(5 studies) = Geographical = No No serious Serious?® No serious
cohort Serious
Outcome: Quality of life: Children’s quality of life
3881(2 studies) = Geographical = Serious = No serious No serious No serious
cohort b
Outcome: Family: Access to services — barriers to accessing health and developmental services
194(1 study) Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Low

®000

Low

®000

Very low

®O00O

Low

®000

Very low

eO00

Very low

®O00O

Very low

®O00O

Low

®000

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @O QO QO.

2 Downgraded one level due to subset of clinical population of interest
® Downgraded one level due to methodological concerns and moderate risk of bias
¢Downgraded one level due to inconsistencies in effect size

9 Noted wide confidence interval in one of the three studies but decided not to downgrade due to overall contribution to the assessment
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CRITICAL

CRITICAL

Important/Critical

CRITICAL

CRITICAL

Important/Critical

CRITICAL

CRITICAL
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No studies reporting associations of parental mental health with any subsequent outcomes of interest were identified as meeting inclusion criteria for this
review.
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Effect Number of Design RoB Inconsistency Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*

Outcome: Physical Growth - weight
10049 (1 Geographical = Serious = Not Serious ® No serious Undetected | - Very low Important/Critical
study) cohort a applicable 10100

(single study)
Outcome: Respiratory — Respiratory tract infections
2571 (1 Geographical = Serious = Not Serious ° No serious Undetected | - Very low Important/Critical
study) cohort a applicable o000
(single study)
Outcome: Sleep — sleep problems
263 (1 Geographical = No Not No serious No serious Undetected | - Low Important/Critical
study) cohort serious = applicable ®e0O0
(single study)
Outcome: Developmental: Neurodevelopmental impairment
557 (1 Geographical = No Not No serious No serious Undetected | - Low CRITICAL
study) cohort serious = applicable ®O0
(single study)
Outcome: Developmental: Cognition — early cognitive development
4323 (1 Geographical = Serious = Not No serious No serious Undetected | - Very low CRITICAL
study) cohort a applicable o000
(single study)
Outcome: Developmental: behaviour, emotions, mental health — general behaviour difficulties
263 (1 Geographical = No Not No serious No serious Undetected | - Low CRITICAL
study) cohort serious | applicable ®e00
(single study)
Outcome: Developmental: Behaviour, emotions, mental health — hyperactivity/externalising difficulties
263 (1 Geographical = No Not No serious No serious Undetected | - Low CRITICAL
study) cohort serious | applicable ®O0
(single study)
Outcome: Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties
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263 (1 Geographical = No Not No serious No serious Undetected Low Important/Critical
study) cohort serious = applicable OO
(single study)
Outcome: Developmental: Behaviour, emotions, mental health — autism spectrum disorder (ASD)

482 (2 Geographical = No No serious Serious ° No serious Undetected | - Very Low CRITICAL
studies) cohort serious 10]0]®)
Outcome: Developmental: Behaviour, emotions, mental health — attention deficit hyperactivity disorder
482 (2 Geographical = Serious = No serious No serious No Serious ® | Undetected | - Very Low CRITICAL
studies) cohort 000
Outcome: Developmental: Behaviour, emotions, mental health — other psychiatric disorders
263 (1 Geographical No Not No serious No serious Undetected - Low Important/Critical
study) cohort serious = applicable ®e0O0

(single study)

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @O QO QO.
2 Downgraded one level to methodological concerns and moderate risk of bias
b Downgraded one level due to subset of clinical population of interest
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Studies were included for this component of the review if they reported outcomes of children who experienced adverse childhood experiences compared
to those who did not experience adverse childhood experiences in the newborn period. Adverse childhood experiences were defined as neglect, abuse and
child protective services involvement.

Effect Number of Design RoB Inconsistency Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*

Outcome: Developmental: Cognition — early cognitive development
4517 (1 Geographical No Not applicable | Serious ?® No serious Undetected @ - Very low CRITICAL
study) cohort serious | (single study) bOO0O

Outcome: Developmental: Language/communication — general language function or delay
4517 (1 Geographical No Not applicable | Serious® No serious Undetected @ - Very low CRITICAL
study) cohort serious = (single study) bOOO

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®DDO, low certainty @D O and very low certainty @O O Q.
2 Downgrade one level due to moderate risk of bias
® Downgraded one level due to subset of the clinical population of interest.
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Effect Number of  Design RoB Inconsistency Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*

Outcome: Developmental: Neurodevelopmental impairment
1473 (1 Geographical | Serious Not applicable = No serious No serious Undetected @ - Very low CRITICAL
study) cohort @ (single study) 210]0)0)

Outcome: Developmental: Language/communication — general language function or delay
6146(1 Geographical = No Not applicable = No serious No serious Undetected | - Low CRITICAL
study) cohort serious | (single study) bDbOO

Outcome: Family: Access to services — barriers to accessing health and developmental services
10249 (1 Geographical = No Not applicable = No serious No serious Undetected @ - Low CRITICAL
study) cohort serious | (single study) bDbOO

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®DDO, low certainty @D and very low certainty @O O Q.
2 Downgraded one level due to moderate risk of bias.
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Effect Number of Design RoB Inconsistency  Indirectness Imprecision Publication Other Certainty Importance
participants Bias in the
(studies) evidence*
Outcome: Physical Growth - height
283 (1 study) Geographical = No Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort serious | (single study) o000
Outcome: Physical Growth - weight
283 (1 study) Geographical = No Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort serious | (single study) o000
Outcome: Physical Growth — Head Circumference
283 (1 study) Geographical = No Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort serious | (single study) OO0
Outcome: Respiratory — Respiratory tract infections
2939(1study) = Geographical = No Not applicable No serious No serious Undetected - Low Important/Critical
cohort serious | (single study) 1:10@)
Outcome: Developmental: Neurodevelopmental impairment
12963(4 Geographical = No No serious Serious ? No serious Undetected - Very low CRITICAL
studies) cohort serious 101010)
Outcome: Developmental: Cognition — early cognitive development
8302(2 Geographical | No No serious Serious 2 No serious Undetected - Very Low CRITICAL
studies) cohort serious 10]0]0)
Outcome: Developmental: Cognition — 1Q/General cognitive ability
437(1 study) Geographical = Serious @ Not applicable No serious No serious Undetected - Very low CRITICAL
cohort b (single study) o000
Outcome: Developmental: Feeding — functional feeding skills
1151(1 study) = Geographical @ Serious = Not applicable Serious ? No serious Undetected - Very low Important/Critical
cohort b (single study) 10]00)
Outcome: Developmental: Language/communication — general language function or delay
8080(2 Geographical = No No serious No serious No serious Undetected - Low CRITICAL
studies) cohort serious 12100

Outcome: Developmental: Motor — cerebral palsy
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Outcome:

Outcome:

Outcome:

Outcome:

Outcome:

Outcome:
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4222(2 Geographical | No No serious No serious No serious

studies) cohort serious
C

Developmental: Motor — general motor function or delay

3785(1 study) = Geographical = No Not applicable No serious No serious
cohort serious | (single study)

developmental: behaviour, emotions, mental health — general behaviour difficulties

2663(2 Geographical = No No serious Serious ? No serious

studies) cohort serious

Developmental: Behaviour, emotions, mental health — anxiety/internalising difficulties

889(1 study) Geographical = No Not applicable No serious No serious
cohort serious | (single study)

Developmental: Behaviour, emotions, mental health — attention deficit hyperactivity disorder

219(1 study) Geographical @ Serious = Not applicable Serious ? No Serious
cohort b (single study)

Developmental: Behaviour, emotions, mental health — adaptive behaviours

1934(1study) Geographical = No Not applicable Serious ? No serious
cohort serious | (single study

Quality of life: Children’s quality of life

3687(1 study) = Geographical = No Not applicable No serious No serious
cohort serious | (singles study)

Family: Access to services — barriers to accessing health and developmental services

10249(1 Geographical = No Not applicable No serious No serious

study) cohort serious | (single study)

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Undetected

Low

®d0O0O

Low

®000O

Very low

eO00

Low

®e0O0O

Very low

®OO0O

Very Low

®OO0O

Low

®00O0O

Low

®00O0O

*Commonly used symbols to describe certainty in evidence profiles: high certainty @®®@®, moderate certainty ®®BO, low certainty @B and very low certainty @O O QO.
2 Downgraded one level due to subset of clinical population of interest.

® Downgraded one level due to moderate risk of bias

¢ Noted moderate risk of bias in study 2 but small sample size of assessment
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CRITICAL

CRITICAL

CRITICAL

Important/Critical

CRITICAL

Important/Critical

CRITICAL

CRITICAL
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For question 2, the GRADE evidence-to recommendation framework was not considered appropriate
as the guideline working group did not intend to make specific recommendations on individual risk
factors but rather consider how the presence of various risk factors may influence structured follow-
up care.

For some risk/resilience factors, the evidence review found a lack of evidence. The GDG acknowledges
that a lack of evidence is not evidence for a lack of an effect. This consideration is reflected in the
strength assigned to recommendations on interventions that are not supported by evidence.

Lower GA was associated with an increased risk of growth failure [8-10], elevated blood pressure [11],
hearing loss [12], neurodevelopmental impairments [8, 13-17], general language delay [18], autism
spectrum disorders [19], low health-related quality of life for children [20], and lower GA was
associated with an increased attendance at high-risk follow-up services [21].

Males exhibited a higher rate of respiratory tract infections [22, 23], NDIs [14, 17, 24-33], lower
IQ/general cognitive [32, 34], cerebral palsy [35, 36], general motor function delay [35] DCD [37], early
cognitive delay [27, 38], general language function delay [8, 39], low receptive [40] and expressive
language skills [40], gross motor delay [40], general behavioural difficulties [41], autism spectrum
disorders [19, 34, 42], attention deficit hyperactivity disorders [34], and poor quality of life [20, 34]
compared to females.

Males were found to have a lower risk of growth failure (defined as birth weight below the 3™
percentile) [43], sleeping problems [44] and fine motor delay [45] compared to females.

Children classified as SGA demonstrated a significantly higher likelihood of experiencing growth failure
[10, 43], NDIs [33, 35, 46], and developmental coordination disorders (DCD)[37]. Families of children
with SGA were more likely to have an increased access to health and developmental services [21].

Grade Ill/1V IVH was associated with an increased risk of NDI [14, 25, 29, 30, 35, 46-49], early cognitive
delay [35, 49], general language delay [49], cerebral palsy [35, 49-51], general motor function delay
[35, 52], and gross motor function or delay [52].

Children with PVL had an increased risk of experiencing physical growth failure [53], NDI [14, 16, 29-
31, 35, 47, 54], early cognitive delay [35, 55], cerebral palsy [35, 51, 56], and delays in general motor
function [35, 52, 55] and gross motor function issues [52].

© 2024 Murdoch Children’s Research Institute 65



Guideline for Growth, Health and Developmental Follow-Up for Children Born Very Preterm
Technical Report

Children affected by IVH grade IlI/IV and/or PVL are at an increased risk of experiencing physical
growth failure [8, 43], NDI [8, 17, 24, 57-61], cerebral palsy [8, 60, 62, 63], early cognitive delay [8, 55,
62, 64], lower 1Q/general cognitive ability [63, 65-68], lower independent feeding ability [62], delays
in general language [8, 55] and motor function delay [55, 62].

Neonatal sepsis was associated with an increased risk of early cognitive developmental delays [35,
64], cerebral palsy [35, 51, 60, 63], general motor function delays [35], and autism spectrum disorders
[42]. Additionally, infants who experienced neonatal sepsis were found to have a better IQ score in
one of the two studies (the larger study) investigated the relationship between IQ and sepsis [66].

Children affected by ROP are at a higher risk of experiencing blindness [69], NDI [14, 17, 30, 47, 57-60,
70], delayed early cognitive development [55, 64, 65, 70-72] and general language function [55, 64],
reduced working memory/executive function [65], increased developmental coordination disorders
[37], delays in general motor function [55, 70, 71], and gross motor function delay [45, 65, 72].

NEC is associated with early cognitive delay [8, 55, 62, 64, 73] and shorter height [9, 74]. Additionally,
NEC is associated with delays in general motor function [55, 62, 75, 76] and general behavioural
difficulties [77]. Furthermore, children without NEC tend to exhibit better general language [55] scores
compared to those affected by NEC.

While antenatal steroids have shown some effectiveness in reducing certain outcomes such as
cerebral palsy [35, 78] and neurodevelopmental impairments [46], a closer examination of the overall
articles included in these specific outcomes reveals that the reduction of these developmental
outcomes is not statistically significant in included studies. A recent Cochrane review showed that
antenatal steroids probably lead to a reduction in developmental delay in childhood (RR 0.51, 95% ClI
0.27 t0 0.97) [79]. Antenatal steroids demonstrated a protective effect against general motor function
delay [35] and general behavioural difficulties [80].

Post-natal steroids are associated with an increased risk of growth failure [10, 53, 74], lower
IQ/general cognitive ability [81], delayed early cognitive development [81], occurrence of CP [35, 36,
50, 81], poorer general motor [35, 36] and fine motor function [45], general behavioral difficulties
[82], and positive screening for ASD [42].

BPD is associated with physical growth issues such as weight and height problems [8, 43, 53], a higher
risk of respiratory tract infections [22, 23, 83, 84] and hospitalizations [85, 86], visual field deficit [87],
NDI [14, 16, 17, 25, 30, 35, 58, 60], delays in early cognitive development [35, 64], lower cognitive
ability [66, 88], compromised working memory/executive functions [88] and visuospatial skills [88],
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difficulties in functional feeding [62, 70] and general language function [64, 88], delays in receptive
[88] and expressive [88] language, general motor function delays [35, 38, 45, 88], increase risk of
autism spectrum disorders [42, 88], challenges in social relationship skills [88], and a reduced quality
of life for children [20].

Neonatal surgery was associated with an increase in NDI with major disability at both 3 and 8 years of
age. Major disability was defined as moderate to severe cerebral palsy, blindness or deafness at 3
years with the additional of general intelligence Z score of less than -2 at the 8-year age timepoint.
Neonatal surgery was also associated growth failure [9], NDIs [47, 54, 89], 1Q scores less than 2 SD
below the mean [89] and an increase in moderate to severe CP [89] at 8 years of age.

Neonatal seizures were associated with bilateral blindness at 18-24 months of age [90], moderate and
severe hearing impairment [90], NDI [90], and cognitive impairment [90].

Neonatal seizures were associated with overall CP in one of the included studies [70] of extremely low
birth weight infants however were not associated in another large cohort studies including very
preterm infants <29 weeks for either moderate or severe CP at 18-24 months of age [90]. Neonatal
seizures were associated with mild motor impairments at 18-22 months of age as measure by the
Bayley-2 Scale of Toddler Development [70].

Among children born very preterm lower socioeconomic status increased the risk of asthma [91],
NDIs [16, 29, 30, 35, 48, 60, 61, 68], early cognitive impairment or delay [35, 64, 92], functional feeding
difficulties [62, 70], DCD [37], adaptive behaviours [41, 68, 82, 93, 94], poorer child quality of life [20,
95] and barriers to accessing follow-up services [21].

No studies reporting associations of parental mental health with any subsequent outcomes of
interest were identified as meeting inclusion criteria for this review.

Studies were included for this component of the review if they reported outcomes of children who
had access to breastmilk by any modality versus no access to breastmilk. The findings of the review
suggest that no access to breastmilk resulted in an increased risk of early cognitive impairment [96,
97] and ADHD in EP (GA <26 w)[19, 97].

Studies were included for this component of the review if they reported outcomes of children who
experienced adverse childhood experiences compared with those who did not experience adverse
childhood experiences in the first two years of life. Adverse childhood experiences were defined as
neglect, abuse and child protective services involvement.
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This review focused on investigating the impact of adverse childhood experiences on early cognitive
development and general language function. The analysis included two eligible studies that examined
the relationship between adverse childhood experience and outcomes of interest. The findings
revealed that children who have experienced adverse childhood experiences have lower early
cognitive [64] and general language scores [64] compared to those with no adverse childhood
experience. However, it is important to note that the certainty of evidence for all included outcomes
was determined to be very low when assessed using the GRADE approach indicating a high degree of
uncertainty in the findings.

The findings of the review indicated a significant association between geographical remoteness and
not accessing high-risk follow-up services [21].

Children from CALD backgrounds form a heterogeneous group, and it is difficult to generalise findings
to a specific subgroup. The findings of the review revealed that children from CALD backgrounds face
significant risks in several areas. Specifically, children from CALD families exhibited a higher likelihood
of experiencing low weight gain and smaller head circumference [10]. It is important that growth
parameters need to be interpreted in the context of culturally appropriate growth charts and against
mid-parental height. Additionally, children from CALD families were found to have a higher rates of
respiratory tract infections [23], early cognitive [35, 64] and language delays [18, 80], general
behavioural difficulties [41, 82], and anxiety and internalizing behaviours [98].

Evidence tables including characteristics of all included studies is available upon request.

Please see Appendix 3.
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5. APPENDICES

Appendix 1. Systematic Literature Review Search Strategy for Question 1

Ovid MEDLINE search strategy

59 Dalll ©0 AN -

10.

11.

12.
13.
14.
15.
16.
17.
18.
19.
20.

*infant, very low birth weight/ or *infant, extremely low birth weight/ or *infant, premature/

or *infant, extremely premature/

((28-week* or 29-week* or 30-week* or 31-week* or 32-week* or twenty-eight-week* or
twenty-nine-week* or thirty-week* or thirty-one-week* or thirty-two-week*) adj3

gestation*).tw,kf.

(very-preterm or very-pre-term or very-premature or very-pre-mature or very-low-gestational-
age or extremely-preterm or extremely-pre-term or extremely-premature or extremely-pre-
mature or extreme-prematurity or extremely-low-gestational-age or very-low-birth-weight or

very-low-birthweight or extremely-low-birth-weight or extremely-low-birthweight).tw,kf.
lor2or3

*Weight Gain/

*Motor Disorders/

exp *Neuropsychological Tests/

*child development/ or exp *language development/

*communication/ or *language/ or *literacy/ or exp *nonverbal communication/ or exp

*verbal behavior/

exp *communication disorders/ or exp *learning disabilities/ or *intellectual disability/ or
*memory disorders/ or exp *amnesia/ or exp *perceptual disorders/ or exp *psychomotor

disorders/

*neurodevelopmental disorders/ or *anxiety, separation/ or exp *"attention deficit and
disruptive behavior disorders"/ or *child behavior disorders/ or exp *child development

disorders, pervasive/ or *developmental disabilities/ or *motor skills disorders/
*cognition disorders/ or *cognitive dysfunction/

*Cerebral Palsy/

exp *hearing disorders/ or exp *vision disorders/

*Anxiety/

*Depression/

*treatment outcome/

exp *Sleep Wake Disorders/ or *social skills/ or *quality of life/

*stress, psychological/ or *caregiver burden/ or *financial stress/

exp *mental disorders/
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21.
22.

23.

24.

25.

26.
27.
28.

29.

30.

31.

32.
33.
34.
35.
36.
37.
38.
39.
40.
41.
42.

*attitude to health/ or *health knowledge, attitudes, practice/
(sleep or school-readiness or trauma or PTSD or stress).tw,kf.

*stress disorders, traumatic/ or *psychological trauma/ or *stress disorders, post-traumatic/

or *stress disorders, traumatic, acute/

*Feeding Behavior/

*respiratory tract infections/ or exp *bronchitis/ or *common cold/ or *influenza, human/ or
exp *pneumonia/ or *whooping cough/ or *croup/

*Asthma/

*Gastroenteritis/

*Blood Pressure/

exp *Health Services Accessibility/ or exp *otitis media/ or *parenting/ or (exp *parents/ and

(*self concept/ or *self efficacy/))

S5or6or7or8o0r9orl10orllorl2orl3orl4orl5orl6orl17or18or19or20o0r21or22
or23or24or25o0r26o0r27or28or29

(newborn* or new-born* or baby or babies or neonat* or neo-nat* or infan* or toddler* or
pre-schooler* or preschooler* or kinder or kinders or kindergarten* or kinder-aged or boy or
boys or girl or girls or child or children or childhood or pediatric* or paediatric* or school-age*
or schoolage* or schoolchild* or schoolgirl* or schoolboy* or adolescen* or youth or youths or

teen or teens or teenage*).af.

exp *"Delivery of Health Care"/

exp *"Continuity of Patient Care"/

exp "Referral and Consultation"/

exp *Ambulatory Care/

exp *ambulatory care facilities/

(follow-up or followup or outpatient™ or ambulatory or delivery or continuity).tw,kf.
32 or33 or34or35o0r36or37

4 and 31 and 38 and 30

limit 39 to (english language and yr="1990 -Current")
limit 40 to (case reports or comment or editorial or letter)

40 not 41
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EMBASE

1.

Ol N o2 V' B

13

10.

11.

12.

14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.

25.

exp *very low birth weight/ or *prematurity/

((28-week* or 29-week* or 30-week* or 31-week* or 32-week* or twenty-eight-week* or

. twenty-nine-week* or thirty-week* or thirty-one-week* or thirty-two-week*) adj3

gestation*).tw,kf,dq.

(very-preterm or very-pre-term or very-premature or very-pre-mature or very-low-gestational-
age or extremely-preterm or extremely-pre-term or extremely-premature or extremely-pre-
mature or extreme-prematurity or extremely-low-gestational-age or very-low-birth-weight or

very-low-birthweight or extremely-low-birth-weight or extremely-low-birthweight).tw,kf,dq.
lor2or3

body weight gain/

motor dysfunction/

exp neuropsychological test/

child development/ or language development/

interpersonal communication/ or language/ or literacy/ or exp nonverbal communication/ or

exp verbal behavior/

exp communication disorder/ or exp learning disorder/ or intellectual impairment/ or memory

disorder/ or exp amnesia/ or exp perception disorder/ or exp psychomotor disorder/

mental disease/ or separation anxiety/ or attention deficit disorder/ or behavior disorder/ or

exp autism/ or developmental disorder/ or psychomotor disorder/

cognitive defect/

. cerebral palsy/

exp hearing disorder/ or exp visual disorder/

anxiety/

depression/

treatment outcome/

exp sleep disorder/ or social competence/ or "quality of life"/
mental stress/ or caregiver burden/ or financial stress/

exp mental disease/

attitude to health/

(sleep or school-readiness or trauma or PTSD or stress).tw,kf,dq.
posttraumatic stress disorder/ or psychotrauma/ or acute stress disorder/
feeding behavior/

respiratory tract infection/ or exp influenza/ or exp lower respiratory tract infection/ or

respiratory syncytial virus infection/ or exp upper respiratory tract infection/ or exp croup/
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26.
27.
28.

29.

30.

31.

32.
33.
34.
35.
36.
37.
38.
39.
40.
41.

42.

43.

asthma/
gastroenteritis/
blood pressure/

exp health care access/ or exp otitis media/ or exp child parent relation/ or (exp parent/ and

self concept/)

S5or6or70or8or9orl10orllorl2orl3orl4orl5orl6orl17orl18or19or20o0r2l1or?22
or23or24or25o0r26o0r27or28o0r29

(newborn* or new-born* or baby or babies or neonat* or neo-nat* or infan* or toddler* or
pre-schooler* or preschooler* or kinder or kinders or kindergarten* or kinder-aged or boy or
boys or girl or girls or child or children or childhood or pediatric* or paediatric* or school-age*
or schoolage* or schoolchild* or schoolgirl* or schoolboy* or adolescen* or youth or youths or

teen or teens or teenage*).af.

exp health care delivery/

exp patient care/

patient referral/

exp ambulatory care/

outpatient department/

(follow-up or followup or outpatient* or ambulatory or delivery or continuity).tw,kf,dq.
32 or33 or34or35o0r36or37

4 and 31 and 38 and 30

limit 39 to (english language and yr="1990 -Current")
case report/

limit 40 to (conference abstract or conference paper or "conference review" or editorial or

letter)
40 not (41 or 42)
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((((("28-week*"[Title/Abstract] OR "29-week*"[Title/Abstract] OR "30-week*"[Title/Abstract] OR
"31-week*"[Title/Abstract] OR "32-week*"[Title/Abstract] OR "twenty-eight-week*"[Title/Abstract]
OR "twenty-nine-week*"[Title/Abstract] OR "thirty-week*"[Title/Abstract] OR "thirty-one-
week*"[Title/Abstract] OR "thirty-two-week*"[Title/Abstract]) AND "gestation*"[Title/Abstract]) OR
"very-preterm"[Title/Abstract] OR "very-pre-term"[Title/Abstract] OR "very-
premature"[Title/Abstract] OR "very-pre-mature"[Title/Abstract] OR "very-low-gestational-
age"[Title/Abstract] OR "extremely-preterm"[Title/Abstract] OR "extremely-pre-
term"[Title/Abstract] OR "extremely-premature"[Title/Abstract] OR "extremely-pre-
mature"[Title/Abstract] OR "prematurity"[Title/Abstract] OR "extremely-low-gestational-
age"[Title/Abstract] OR "very-low-birth-weight"[Title/Abstract] OR "very-low-
birthweight"[Title/Abstract] OR "extremely-low-birth-weight"[Title/Abstract] OR "extremely-low-
birthweight"[Title/Abstract]) AND ("newborn*"[Title/Abstract] OR "new-born*"[Title/Abstract] OR
"baby"[Title/Abstract] OR "babies"[Title/Abstract] OR "neonat*"[Title/Abstract] OR "neo-
nat*"[Title/Abstract] OR "infan*"[Title/Abstract] OR "toddler*"[Title/Abstract] OR "pre-
schooler*"[Title/Abstract] OR "preschooler*"[Title/Abstract] OR "kinder"[Title/Abstract] OR
"kinders"[Title/Abstract] OR "kindergarten*"[Title/Abstract] OR "kinder-aged"[Title/Abstract] OR
"boy"[Title/Abstract] OR "boys"[Title/Abstract] OR "girl"[Title/Abstract] OR "girls"[Title/Abstract] OR
"child"[Title/Abstract] OR "children"[Title/Abstract] OR "childhood"[Title/Abstract] OR
"pediatric*"[Title/Abstract] OR "paediatric*"[Title/Abstract] OR "school-age*"[Title/Abstract] OR
"schoolage*"[Title/Abstract] OR "schoolchild*"[Title/Abstract] OR "schoolgirl*"[Title/Abstract] OR
"schoolboy*"[Title/Abstract] OR "adolescen*"[Title/Abstract] OR "youth"[Title/Abstract] OR
"youths"[Title/Abstract] OR "teen"[Title/Abstract] OR "teens"[Title/Abstract] OR
"teenage*"[Title/Abstract]) AND ("follow-up"[Title/Abstract] OR "followup"[Title/Abstract] OR
"outpatient*"[Title/Abstract] OR "ambulatory"[Title/Abstract] OR "delivery"[Title/Abstract] OR
"referral*"[Title/Abstract] OR "consultation*"[Title/Abstract] OR "continuity"[Title/Abstract] OR
"patient-care"[Title/Abstract]) AND ("Weight-gain"[Title/Abstract] OR "growth"[Title/Abstract] OR
"feeding"[Title/Abstract] OR "neurodevelopment*"[Title/Abstract] OR
"neuropsychologic*"[Title/Abstract] OR "developmental-disabilit*"[Title/Abstract] OR
"neurodevelopmental-delay*"[Title/Abstract] OR "neurodevelopmental-disorder*"[Title/Abstract]
OR "developmental-delay*"[Title/Abstract] OR "developmental-disorder*"[Title/Abstract] OR "child-
development"[Title/Abstract] OR "self-regulat*"[Title/Abstract] OR "deaf*"[Title/Abstract] OR
"blind*"[Title/Abstract] OR "hearing"[Title/Abstract] OR "visual-impair*"[Title/Abstract] OR "vision-
impair*"[Title/Abstract] OR "vision-disorder*"[Title/Abstract] OR "outcome*"[Title/Abstract] OR
"motor-disorder*"[Title/Abstract] OR "Neuropsychological-Test*"[Title/Abstract] OR
"language"[Title/Abstract] OR "communication"[Title/Abstract] OR "literacy"[Title/Abstract] OR
"verbal-behavio*"[Title/Abstract] OR "learning-disabilit*"[Title/Abstract] OR "learning-
disorder*"[Title/Abstract] OR "intellectual-disabilit*"[Title/Abstract] OR "intellectual-
disorder*"[Title/Abstract] OR "memory-disorder*"[Title/Abstract] OR "memory-
deficit*"[Title/Abstract] OR "amnesia"[Title/Abstract] OR "perceptual-disorder*"[Title/Abstract] OR
"psychomotor-disorder*"[Title/Abstract] OR "anxiety"[Title/Abstract] OR "attention-
deficit"[Title/Abstract] OR "behavior-disorder*"[Title/Abstract] OR "behaviour-
disorder*"[Title/Abstract] OR "behavioral-disorder*"[Title/Abstract] OR "behavioural-
disorder*"[Title/Abstract] OR "motor-skill-disorder*"[Title/Abstract] OR "cognition-
disorder*"[Title/Abstract] OR "cognition-dysfunction"[Title/Abstract] OR "cognitive-
disorder*"[Title/Abstract] OR "cognitive-dysfunction"[Title/Abstract] OR "cerebral-
palsy"[Title/Abstract] OR "motor-dysfunction"[Title/Abstract] OR "cognitive-defect*"[Title/Abstract]
OR "autism"[Title/Abstract] OR "depression"[Title/Abstract] OR "social-skill*"[Title/Abstract] OR
"social-competence"[Title/Abstract] OR "quality-of-life"[Title/Abstract] OR "mental-
disease*"[Title/Abstract] OR "mental-health"[Title/Abstract] OR "mental-ill*"[Title/Abstract] OR
"mental-disorder*"[Title/Abstract] OR "caregiver-burden"[Title/Abstract] OR "care-giver-
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burden"[Title/Abstract] OR "carer-burden"[Title/Abstract] OR "attitude-to-health"[Title/Abstract] OR
"health-knowledge"[Title/Abstract] OR "sleep"[Title/Abstract] OR "school-readiness"[Title/Abstract]
OR "ready-for-school"[Title/Abstract] OR "trauma"[Title/Abstract] OR "PTSD"[Title/Abstract] OR
"stress"[Title/Abstract] OR "Feeding"[Title/Abstract] OR "respiratory-tract-infection*"[Title/Abstract]
OR "influenza"[Title/Abstract] OR "bronchitis"[Title/Abstract] OR "common-cold"[Title/Abstract] OR
"pneumonia*"[Title/Abstract] OR "whooping-cough"[Title/Abstract] OR "pertussis"[Title/Abstract]
OR "respiratory-syncytial-virus-infection*"[Title/Abstract] OR "croup"[Title/Abstract] OR
"asthma"[Title/Abstract] OR "gastro*"[Title/Abstract] OR "blood-pressure"[Title/Abstract] OR
("Health*"[Title/Abstract] OR "access*"[Title/Abstract]) OR "otitis-media"[Title/Abstract] AND
"parenting behaviour*"[Title/Abstract] OR "parenting behavior*"[Title/Abstract] OR "parenting
confidence"[Title/Abstract] OR "parenting-self-efficacy"[Title/Abstract] OR OR[Title/Abstract]) AND
(NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR
pubstatusaheadofprint)) AND ((1990:3000/12/12[pdat]) AND (english[Filter]))) NOT ((((("28-
week*"[Title/Abstract] OR "29-week*"[Title/Abstract] OR "30-week*"[Title/Abstract] OR "31-
week*"[Title/Abstract] OR "32-week*"[Title/Abstract] OR "twenty-eight-week*"[Title/Abstract] OR
"twenty-nine-week*"[Title/Abstract] OR "thirty-week*"[Title/Abstract] OR "thirty-one-
week*"[Title/Abstract] OR "thirty-two-week*"[Title/Abstract]) AND "gestation*"[Title/Abstract]) OR
"very-preterm"[Title/Abstract] OR "very-pre-term"[Title/Abstract] OR "very-
premature"[Title/Abstract] OR "very-pre-mature"[Title/Abstract] OR "very-low-gestational-
age"[Title/Abstract] OR "extremely-preterm"[Title/Abstract] OR "extremely-pre-
term"[Title/Abstract] OR "extremely-premature"[Title/Abstract] OR "extremely-pre-
mature"[Title/Abstract] OR "prematurity"[Title/Abstract] OR "extremely-low-gestational-
age"[Title/Abstract] OR "very-low-birth-weight"[Title/Abstract] OR "very-low-
birthweight"[Title/Abstract] OR "extremely-low-birth-weight"[Title/Abstract] OR "extremely-low-
birthweight"[Title/Abstract]) AND ("newborn*"[Title/Abstract] OR "new-born*"[Title/Abstract] OR
"baby"[Title/Abstract] OR "babies"[Title/Abstract] OR "neonat*"[Title/Abstract] OR "neo-
nat*"[Title/Abstract] OR "infan*"[Title/Abstract] OR "toddler*"[Title/Abstract] OR "pre-
schooler*"[Title/Abstract] OR "preschooler*"[Title/Abstract] OR "kinder"[Title/Abstract] OR
"kinders"[Title/Abstract] OR "kindergarten*"[Title/Abstract] OR "kinder-aged"[Title/Abstract] OR
"boy"[Title/Abstract] OR "boys"[Title/Abstract] OR "girl"[Title/Abstract] OR "girls"[Title/Abstract] OR
"child"[Title/Abstract] OR "children"[Title/Abstract] OR "childhood"[Title/Abstract] OR
"pediatric*"[Title/Abstract] OR "paediatric*"[Title/Abstract] OR "school-age*"[Title/Abstract] OR
"schoolage*"[Title/Abstract] OR "schoolchild*"[Title/Abstract] OR "schoolgirl*"[Title/Abstract] OR
"schoolboy*"[Title/Abstract] OR "adolescen*"[Title/Abstract] OR "youth"[Title/Abstract] OR
"youths"[Title/Abstract] OR "teen"[Title/Abstract] OR "teens"[Title/Abstract] OR
"teenage*"[Title/Abstract]) AND ("follow-up"[Title/Abstract] OR "followup"[Title/Abstract] OR
"outpatient*"[Title/Abstract] OR "ambulatory"[Title/Abstract] OR "delivery"[Title/Abstract] OR
"referral*"[Title/Abstract] OR "consultation*"[Title/Abstract] OR "continuity"[Title/Abstract] OR
"patient-care"[Title/Abstract]) AND ("Weight-gain"[Title/Abstract] OR "growth"[Title/Abstract] OR
"feeding"[Title/Abstract] OR "neurodevelopment*"[Title/Abstract] OR
"neuropsychologic*"[Title/Abstract] OR "developmental-disabilit*"[Title/Abstract] OR
"neurodevelopmental-delay*"[Title/Abstract] OR "neurodevelopmental-disorder*"[Title/Abstract]
OR "developmental-delay*"[Title/Abstract] OR "developmental-disorder*"[Title/Abstract] OR "child-
development"[Title/Abstract] OR "self-regulat*"[Title/Abstract] OR "deaf*"[Title/Abstract] OR
"blind*"[Title/Abstract] OR "hearing"[Title/Abstract] OR "visual-impair*"[Title/Abstract] OR "vision-
impair*"[Title/Abstract] OR "vision-disorder*"[Title/Abstract] OR "outcome*"[Title/Abstract] OR
"motor-disorder*"[Title/Abstract] OR "Neuropsychological-Test*"[Title/Abstract] OR
"language"[Title/Abstract] OR "communication"[Title/Abstract] OR "literacy"[Title/Abstract] OR
"verbal-behavio*"[Title/Abstract] OR "learning-disabilit*"[Title/Abstract] OR "learning-
disorder*"[Title/Abstract] OR "intellectual-disabilit*"[Title/Abstract] OR "intellectual-
disorder*"[Title/Abstract] OR "memory-disorder*"[Title/Abstract] OR "memory-
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deficit*"[Title/Abstract] OR "amnesia"[Title/Abstract] OR "perceptual-disorder*"[Title/Abstract] OR
"psychomotor-disorder*"[Title/Abstract] OR "anxiety"[Title/Abstract] OR "attention-
deficit"[Title/Abstract] OR "behavior-disorder*"[Title/Abstract] OR "behaviour-
disorder*"[Title/Abstract] OR "behavioral-disorder*"[Title/Abstract] OR "behavioural-
disorder*"[Title/Abstract] OR "motor-skill-disorder*"[Title/Abstract] OR "cognition-
disorder*"[Title/Abstract] OR "cognition-dysfunction"[Title/Abstract] OR "cognitive-
disorder*"[Title/Abstract] OR "cognitive-dysfunction"[Title/Abstract] OR "cerebral-
palsy"[Title/Abstract] OR "motor-dysfunction"[Title/Abstract] OR "cognitive-defect*"[Title/Abstract]
OR "autism"[Title/Abstract] OR "depression"[Title/Abstract] OR "social-skill*"[Title/Abstract] OR
"social-competence"[Title/Abstract] OR "quality-of-life"[Title/Abstract] OR "mental-
disease*"[Title/Abstract] OR "mental-health"[Title/Abstract] OR "mental-ill*"[Title/Abstract] OR
"mental-disorder*"[Title/Abstract] OR "caregiver-burden"[Title/Abstract] OR "care-giver-
burden"[Title/Abstract] OR "carer-burden"[Title/Abstract] OR "attitude-to-health"[Title/Abstract] OR
"health-knowledge"[Title/Abstract] OR "sleep"[Title/Abstract] OR "school-readiness"[Title/Abstract]
OR "ready-for-school"[Title/Abstract] OR "trauma"[Title/Abstract] OR "PTSD"[Title/Abstract] OR
"stress"[Title/Abstract] OR "Feeding"[Title/Abstract] OR "respiratory-tract-infection*"[Title/Abstract]
OR "influenza"[Title/Abstract] OR "bronchitis"[Title/Abstract] OR "common-cold"[Title/Abstract] OR
"pneumonia*"[Title/Abstract] OR "whooping-cough"[Title/Abstract] OR "pertussis"[Title/Abstract]
OR "respiratory-syncytial-virus-infection*"[Title/Abstract] OR "croup"[Title/Abstract] OR
"asthma"[Title/Abstract] OR "gastro*"[Title/Abstract] OR "blood-pressure"[Title/Abstract] OR
("Health*"[Title/Abstract] OR "access*"[Title/Abstract]) OR "otitis-media"[Title/Abstract] AND
"parenting behaviour*"[Title/Abstract] OR "parenting behavior*"[Title/Abstract] OR "parenting
confidence"[Title/Abstract] OR "parenting-self-efficacy"[Title/Abstract] OR OR[Title/Abstract]) AND
(NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR
pubstatusaheadofprint)) AND ((booksdocs[Filter] OR casereports[Filter] OR comment[Filter] OR
editorial[Filter] OR letter[Filter]) AND (1990:3000/12/12[pdat]) AND (english[Filter])))
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Appendix 2: Systematic Literature Review Search Strategy for Question 2

Ovid MEDLINE search strategy

59 Dalll ©0 AN -

10.

11.

12.
13.
14.
15.
16.
17.
18.
19.
20.
21.

*infant, very low birth weight/ or *infant, extremely low birth weight/ or *infant, premature/

" or *infant, extremely premature/

((28-week* or 29-week* or 30-week* or 31-week* or 32-week* or twenty-eight-week* or
twenty-nine-week* or thirty-week* or thirty-one-week* or thirty-two-week*) adj3

gestation*).tw,kf.

(very-preterm or very-pre-term or very-premature or very-pre-mature or very-low-gestational-
age or extremely-preterm or extremely-pre-term or extremely-premature or extremely-pre-
mature or extreme-prematurity or extremely-low-gestational-age or very-low-birth-weight or

very-low-birthweight or extremely-low-birth-weight or extremely-low-birthweight).tw,kf.
lor2or3

*Weight Gain/

*Motor Disorders/

exp *Neuropsychological Tests/

*child development/ or exp *language development/

*communication/ or *language/ or *literacy/ or exp *nonverbal communication/ or exp

*verbal behavior/

exp *communication disorders/ or exp *learning disabilities/ or *intellectual disability/ or
*memory disorders/ or exp *amnesia/ or exp *perceptual disorders/ or exp *psychomotor

disorders/

*neurodevelopmental disorders/ or *anxiety, separation/ or exp *"attention deficit and
disruptive behavior disorders"/ or *child behavior disorders/ or exp *child development

disorders, pervasive/ or *developmental disabilities/ or *motor skills disorders/
*cognition disorders/ or *cognitive dysfunction/

*Cerebral Palsy/

exp *hearing disorders/ or exp *vision disorders/

*Anxiety/

*Depression/

*treatment outcome/

exp *Sleep Wake Disorders/ or *social skills/ or *quality of life/

*stress, psychological/ or *caregiver burden/ or *financial stress/

exp *mental disorders/

*attitude to health/ or *health knowledge, attitudes, practice/
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22

. (sleep or school-readiness or trauma or PTSD or stress).tw,kf.

*stress disorders, traumatic/ or *psychological trauma/ or *stress disorders, post-traumatic/

23.

24,

or *stress disorders, traumatic, acute/
*Feeding Behavior/

*respiratory tract infections/ or exp *bronchitis/ or *common cold/ or *influenza, human/ or

25.

26.
27.
28.

exp *pneumonia/ or *whooping cough/ or *croup/
*Asthma/

*Gastroenteritis/

*Blood Pressure/

exp *Health Services Accessibility/ or exp *otitis media/ or *parenting/ or (exp *parents/ and

29.

(*self concept/ or *self efficacy/))

S50or6or7or8o0r9orl10orllorl2orl13orl4orl5o0rl6orl17or18or19or20o0r21or22

30.

31.

32.
33.
34.
35.
36.
37.
38.
39.
40.
41.
42.

or23or24or25o0r26o0r27or28o0r29

(newborn* or new-born* or baby or babies or neonat* or neo-nat* or infan* or toddler* or
pre-schooler* or preschooler* or kinder or kinders or kindergarten* or kinder-aged or boy or
boys or girl or girls or child or children or childhood or pediatric* or paediatric* or school-age*
or schoolage* or schoolchild* or schoolgirl* or schoolboy* or adolescen* or youth or youths or

teen or teens or teenage*).af.

exp *"Delivery of Health Care"/
exp *"Continuity of Patient Care"/
exp "Referral and Consultation"/
exp *Ambulatory Care/

exp *ambulatory care facilities/

(follow-up or followup or outpatient* or ambulatory or delivery or continuity).tw,kf.
32 or33 or34or35o0r36or37

4 and 31 and 38 and 30

limit 39 to (english language and yr="1990 -Current")

limit 40 to (case reports or comment or editorial or letter)

40 not 41
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Embase search strategy

1.

Ol N o2 V' B

13

10.

11.

12.

14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.

25.

exp *very low birth weight/ or *prematurity/

((28-week* or 29-week* or 30-week* or 31-week* or 32-week* or twenty-eight-week* or

. twenty-nine-week* or thirty-week* or thirty-one-week* or thirty-two-week*) adj3

gestation*).tw,kf,dq.

(very-preterm or very-pre-term or very-premature or very-pre-mature or very-low-gestational-
age or extremely-preterm or extremely-pre-term or extremely-premature or extremely-pre-
mature or extreme-prematurity or extremely-low-gestational-age or very-low-birth-weight or

very-low-birthweight or extremely-low-birth-weight or extremely-low-birthweight).tw,kf,dq.
lor2or3

body weight gain/

motor dysfunction/

exp neuropsychological test/

child development/ or language development/

interpersonal communication/ or language/ or literacy/ or exp nonverbal communication/ or

exp verbal behavior/

exp communication disorder/ or exp learning disorder/ or intellectual impairment/ or memory

disorder/ or exp amnesia/ or exp perception disorder/ or exp psychomotor disorder/

mental disease/ or separation anxiety/ or attention deficit disorder/ or behavior disorder/ or

exp autism/ or developmental disorder/ or psychomotor disorder/

cognitive defect/

. cerebral palsy/

exp hearing disorder/ or exp visual disorder/

anxiety/

depression/

treatment outcome/

exp sleep disorder/ or social competence/ or "quality of life"/
mental stress/ or caregiver burden/ or financial stress/

exp mental disease/

attitude to health/

(sleep or school-readiness or trauma or PTSD or stress).tw,kf,dq.
posttraumatic stress disorder/ or psychotrauma/ or acute stress disorder/
feeding behavior/

respiratory tract infection/ or exp influenza/ or exp lower respiratory tract infection/ or

respiratory syncytial virus infection/ or exp upper respiratory tract infection/ or exp croup/
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26.
27.
28.

29.

30.

31.

32.
33.
34.
35.
36.
37.
38.
39.
40.
41.

42.

43.

asthma/
gastroenteritis/
blood pressure/

exp health care access/ or exp otitis media/ or exp child parent relation/ or (exp parent/ and

self concept/)

S5or6or70or8o0r9orl10orllorl2orl3orl4orl5orl6orl17or18or19or20o0r2lor?22
or23or24or25o0r26o0r27or28o0r29

(newborn* or new-born* or baby or babies or neonat* or neo-nat* or infan* or toddler* or
pre-schooler* or preschooler* or kinder or kinders or kindergarten* or kinder-aged or boy or
boys or girl or girls or child or children or childhood or pediatric* or paediatric* or school-age*
or schoolage* or schoolchild* or schoolgirl* or schoolboy* or adolescen* or youth or youths or

teen or teens or teenage*).af.

exp health care delivery/

exp patient care/

patient referral/

exp ambulatory care/

outpatient department/

(follow-up or followup or outpatient* or ambulatory or delivery or continuity).tw,kf,dq.
32 or33 or34or35o0r36or37

4 and 31 and 38 and 30

limit 39 to (english language and yr="1990 -Current")
case report/

limit 40 to (conference abstract or conference paper or "conference review" or editorial or

letter)
40 not (41 or 42)
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((((("28-week*"[Title/Abstract] OR "29-week*"[Title/Abstract] OR "30-week*"[Title/Abstract] OR
"31-week*"[Title/Abstract] OR "32-week*"[Title/Abstract] OR "twenty-eight-week*"[Title/Abstract]
OR "twenty-nine-week*"[Title/Abstract] OR "thirty-week*"[Title/Abstract] OR "thirty-one-
week*"[Title/Abstract] OR "thirty-two-week*"[Title/Abstract]) AND "gestation*"[Title/Abstract]) OR
"very-preterm"[Title/Abstract] OR "very-pre-term"[Title/Abstract] OR "very-
premature"[Title/Abstract] OR "very-pre-mature"[Title/Abstract] OR "very-low-gestational-
age"[Title/Abstract] OR "extremely-preterm"[Title/Abstract] OR "extremely-pre-
term"[Title/Abstract] OR "extremely-premature"[Title/Abstract] OR "extremely-pre-
mature"[Title/Abstract] OR "prematurity"[Title/Abstract] OR "extremely-low-gestational-
age"[Title/Abstract] OR "very-low-birth-weight"[Title/Abstract] OR "very-low-
birthweight"[Title/Abstract] OR "extremely-low-birth-weight"[Title/Abstract] OR "extremely-low-
birthweight"[Title/Abstract]) AND ("newborn*"[Title/Abstract] OR "new-born*"[Title/Abstract] OR
"baby"[Title/Abstract] OR "babies"[Title/Abstract] OR "neonat*"[Title/Abstract] OR "neo-
nat*"[Title/Abstract] OR "infan*"[Title/Abstract] OR "toddler*"[Title/Abstract] OR "pre-
schooler*"[Title/Abstract] OR "preschooler*"[Title/Abstract] OR "kinder"[Title/Abstract] OR
"kinders"[Title/Abstract] OR "kindergarten*"[Title/Abstract] OR "kinder-aged"[Title/Abstract] OR
"boy"[Title/Abstract] OR "boys"[Title/Abstract] OR "girl"[Title/Abstract] OR "girls"[Title/Abstract] OR
"child"[Title/Abstract] OR "children"[Title/Abstract] OR "childhood"[Title/Abstract] OR
"pediatric*"[Title/Abstract] OR "paediatric*"[Title/Abstract] OR "school-age*"[Title/Abstract] OR
"schoolage*"[Title/Abstract] OR "schoolchild*"[Title/Abstract] OR "schoolgirl*"[Title/Abstract] OR
"schoolboy*"[Title/Abstract] OR "adolescen*"[Title/Abstract] OR "youth"[Title/Abstract] OR
"youths"[Title/Abstract] OR "teen"[Title/Abstract] OR "teens"[Title/Abstract] OR
"teenage*"[Title/Abstract]) AND ("follow-up"[Title/Abstract] OR "followup"[Title/Abstract] OR
"outpatient*"[Title/Abstract] OR "ambulatory"[Title/Abstract] OR "delivery"[Title/Abstract] OR
"referral*"[Title/Abstract] OR "consultation*"[Title/Abstract] OR "continuity"[Title/Abstract] OR
"patient-care"[Title/Abstract]) AND ("Weight-gain"[Title/Abstract] OR "growth"[Title/Abstract] OR
"feeding"[Title/Abstract] OR "neurodevelopment*"[Title/Abstract] OR
"neuropsychologic*"[Title/Abstract] OR "developmental-disabilit*"[Title/Abstract] OR
"neurodevelopmental-delay*"[Title/Abstract] OR "neurodevelopmental-disorder*"[Title/Abstract]
OR "developmental-delay*"[Title/Abstract] OR "developmental-disorder*"[Title/Abstract] OR "child-
development"[Title/Abstract] OR "self-regulat*"[Title/Abstract] OR "deaf*"[Title/Abstract] OR
"blind*"[Title/Abstract] OR "hearing"[Title/Abstract] OR "visual-impair*"[Title/Abstract] OR "vision-
impair*"[Title/Abstract] OR "vision-disorder*"[Title/Abstract] OR "outcome*"[Title/Abstract] OR
"motor-disorder*"[Title/Abstract] OR "Neuropsychological-Test*"[Title/Abstract] OR
"language"[Title/Abstract] OR "communication"[Title/Abstract] OR "literacy"[Title/Abstract] OR
"verbal-behavio*"[Title/Abstract] OR "learning-disabilit*"[Title/Abstract] OR "learning-
disorder*"[Title/Abstract] OR "intellectual-disabilit*"[Title/Abstract] OR "intellectual-
disorder*"[Title/Abstract] OR "memory-disorder*"[Title/Abstract] OR "memory-
deficit*"[Title/Abstract] OR "amnesia"[Title/Abstract] OR "perceptual-disorder*"[Title/Abstract] OR
"psychomotor-disorder*"[Title/Abstract] OR "anxiety"[Title/Abstract] OR "attention-
deficit"[Title/Abstract] OR "behavior-disorder*"[Title/Abstract] OR "behaviour-
disorder*"[Title/Abstract] OR "behavioral-disorder*"[Title/Abstract] OR "behavioural-
disorder*"[Title/Abstract] OR "motor-skill-disorder*"[Title/Abstract] OR "cognition-
disorder*"[Title/Abstract] OR "cognition-dysfunction"[Title/Abstract] OR "cognitive-
disorder*"[Title/Abstract] OR "cognitive-dysfunction"[Title/Abstract] OR "cerebral-
palsy"[Title/Abstract] OR "motor-dysfunction"[Title/Abstract] OR "cognitive-defect*"[Title/Abstract]
OR "autism"[Title/Abstract] OR "depression"[Title/Abstract] OR "social-skill*"[Title/Abstract] OR
"social-competence"[Title/Abstract] OR "quality-of-life"[Title/Abstract] OR "mental-
disease*"[Title/Abstract] OR "mental-health"[Title/Abstract] OR "mental-ill*"[Title/Abstract] OR
"mental-disorder*"[Title/Abstract] OR "caregiver-burden"[Title/Abstract] OR "care-giver-
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burden"[Title/Abstract] OR "carer-burden"[Title/Abstract] OR "attitude-to-health"[Title/Abstract] OR
"health-knowledge"[Title/Abstract] OR "sleep"[Title/Abstract] OR "school-readiness"[Title/Abstract]
OR "ready-for-school"[Title/Abstract] OR "trauma"[Title/Abstract] OR "PTSD"[Title/Abstract] OR
"stress"[Title/Abstract] OR "Feeding"[Title/Abstract] OR "respiratory-tract-infection*"[Title/Abstract]
OR "influenza"[Title/Abstract] OR "bronchitis"[Title/Abstract] OR "common-cold"[Title/Abstract] OR
"pneumonia*"[Title/Abstract] OR "whooping-cough"[Title/Abstract] OR "pertussis"[Title/Abstract]
OR "respiratory-syncytial-virus-infection*"[Title/Abstract] OR "croup"[Title/Abstract] OR
"asthma"[Title/Abstract] OR "gastro*"[Title/Abstract] OR "blood-pressure"[Title/Abstract] OR
("Health*"[Title/Abstract] OR "access*"[Title/Abstract]) OR "otitis-media"[Title/Abstract] AND
"parenting behaviour*"[Title/Abstract] OR "parenting behavior*"[Title/Abstract] OR "parenting
confidence"[Title/Abstract] OR "parenting-self-efficacy"[Title/Abstract] OR OR[Title/Abstract]) AND
(NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR
pubstatusaheadofprint)) AND ((1990:3000/12/12[pdat]) AND (english[Filter]))) NOT ((((("28-
week*"[Title/Abstract] OR "29-week*"[Title/Abstract] OR "30-week*"[Title/Abstract] OR "31-
week*"[Title/Abstract] OR "32-week*"[Title/Abstract] OR "twenty-eight-week*"[Title/Abstract] OR
"twenty-nine-week*"[Title/Abstract] OR "thirty-week*"[Title/Abstract] OR "thirty-one-
week*"[Title/Abstract] OR "thirty-two-week*"[Title/Abstract]) AND "gestation*"[Title/Abstract]) OR
"very-preterm"[Title/Abstract] OR "very-pre-term"[Title/Abstract] OR "very-
premature"[Title/Abstract] OR "very-pre-mature"[Title/Abstract] OR "very-low-gestational-
age"[Title/Abstract] OR "extremely-preterm"[Title/Abstract] OR "extremely-pre-
term"[Title/Abstract] OR "extremely-premature"[Title/Abstract] OR "extremely-pre-
mature"[Title/Abstract] OR "prematurity"[Title/Abstract] OR "extremely-low-gestational-
age"[Title/Abstract] OR "very-low-birth-weight"[Title/Abstract] OR "very-low-
birthweight"[Title/Abstract] OR "extremely-low-birth-weight"[Title/Abstract] OR "extremely-low-
birthweight"[Title/Abstract]) AND ("newborn*"[Title/Abstract] OR "new-born*"[Title/Abstract] OR
"baby"[Title/Abstract] OR "babies"[Title/Abstract] OR "neonat*"[Title/Abstract] OR "neo-
nat*"[Title/Abstract] OR "infan*"[Title/Abstract] OR "toddler*"[Title/Abstract] OR "pre-
schooler*"[Title/Abstract] OR "preschooler*"[Title/Abstract] OR "kinder"[Title/Abstract] OR
"kinders"[Title/Abstract] OR "kindergarten*"[Title/Abstract] OR "kinder-aged"[Title/Abstract] OR
"boy"[Title/Abstract] OR "boys"[Title/Abstract] OR "girl"[Title/Abstract] OR "girls"[Title/Abstract] OR
"child"[Title/Abstract] OR "children"[Title/Abstract] OR "childhood"[Title/Abstract] OR
"pediatric*"[Title/Abstract] OR "paediatric*"[Title/Abstract] OR "school-age*"[Title/Abstract] OR
"schoolage*"[Title/Abstract] OR "schoolchild*"[Title/Abstract] OR "schoolgirl*"[Title/Abstract] OR
"schoolboy*"[Title/Abstract] OR "adolescen*"[Title/Abstract] OR "youth"[Title/Abstract] OR
"youths"[Title/Abstract] OR "teen"[Title/Abstract] OR "teens"[Title/Abstract] OR
"teenage*"[Title/Abstract]) AND ("follow-up"[Title/Abstract] OR "followup"[Title/Abstract] OR
"outpatient*"[Title/Abstract] OR "ambulatory"[Title/Abstract] OR "delivery"[Title/Abstract] OR
"referral*"[Title/Abstract] OR "consultation*"[Title/Abstract] OR "continuity"[Title/Abstract] OR
"patient-care"[Title/Abstract]) AND ("Weight-gain"[Title/Abstract] OR "growth"[Title/Abstract] OR
"feeding"[Title/Abstract] OR "neurodevelopment*"[Title/Abstract] OR
"neuropsychologic*"[Title/Abstract] OR "developmental-disabilit*"[Title/Abstract] OR
"neurodevelopmental-delay*"[Title/Abstract] OR "neurodevelopmental-disorder*"[Title/Abstract]
OR "developmental-delay*"[Title/Abstract] OR "developmental-disorder*"[Title/Abstract] OR "child-
development"[Title/Abstract] OR "self-regulat*"[Title/Abstract] OR "deaf*"[Title/Abstract] OR
"blind*"[Title/Abstract] OR "hearing"[Title/Abstract] OR "visual-impair*"[Title/Abstract] OR "vision-
impair*"[Title/Abstract] OR "vision-disorder*"[Title/Abstract] OR "outcome*"[Title/Abstract] OR
"motor-disorder*"[Title/Abstract] OR "Neuropsychological-Test*"[Title/Abstract] OR
"language"[Title/Abstract] OR "communication"[Title/Abstract] OR "literacy"[Title/Abstract] OR
"verbal-behavio*"[Title/Abstract] OR "learning-disabilit*"[Title/Abstract] OR "learning-
disorder*"[Title/Abstract] OR "intellectual-disabilit*"[Title/Abstract] OR "intellectual-
disorder*"[Title/Abstract] OR "memory-disorder*"[Title/Abstract] OR "memory-
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deficit*"[Title/Abstract] OR "amnesia"[Title/Abstract] OR "perceptual-disorder*"[Title/Abstract] OR
"psychomotor-disorder*"[Title/Abstract] OR "anxiety"[Title/Abstract] OR "attention-
deficit"[Title/Abstract] OR "behavior-disorder*"[Title/Abstract] OR "behaviour-
disorder*"[Title/Abstract] OR "behavioral-disorder*"[Title/Abstract] OR "behavioural-
disorder*"[Title/Abstract] OR "motor-skill-disorder*"[Title/Abstract] OR "cognition-
disorder*"[Title/Abstract] OR "cognition-dysfunction"[Title/Abstract] OR "cognitive-
disorder*"[Title/Abstract] OR "cognitive-dysfunction"[Title/Abstract] OR "cerebral-
palsy"[Title/Abstract] OR "motor-dysfunction"[Title/Abstract] OR "cognitive-defect*"[Title/Abstract]
OR "autism"[Title/Abstract] OR "depression"[Title/Abstract] OR "social-skill*"[Title/Abstract] OR
"social-competence"[Title/Abstract] OR "quality-of-life"[Title/Abstract] OR "mental-
disease*"[Title/Abstract] OR "mental-health"[Title/Abstract] OR "mental-ill*"[Title/Abstract] OR
"mental-disorder*"[Title/Abstract] OR "caregiver-burden"[Title/Abstract] OR "care-giver-
burden"[Title/Abstract] OR "carer-burden"[Title/Abstract] OR "attitude-to-health"[Title/Abstract] OR
"health-knowledge"[Title/Abstract] OR "sleep"[Title/Abstract] OR "school-readiness"[Title/Abstract]
OR "ready-for-school"[Title/Abstract] OR "trauma"[Title/Abstract] OR "PTSD"[Title/Abstract] OR
"stress"[Title/Abstract] OR "Feeding"[Title/Abstract] OR "respiratory-tract-infection*"[Title/Abstract]
OR "influenza"[Title/Abstract] OR "bronchitis"[Title/Abstract] OR "common-cold"[Title/Abstract] OR
"pneumonia*"[Title/Abstract] OR "whooping-cough"[Title/Abstract] OR "pertussis"[Title/Abstract]
OR "respiratory-syncytial-virus-infection*"[Title/Abstract] OR "croup"[Title/Abstract] OR
"asthma"[Title/Abstract] OR "gastro*"[Title/Abstract] OR "blood-pressure"[Title/Abstract] OR
("Health*"[Title/Abstract] OR "access*"[Title/Abstract]) OR "otitis-media"[Title/Abstract] AND
"parenting behaviour*"[Title/Abstract] OR "parenting behavior*"[Title/Abstract] OR "parenting
confidence"[Title/Abstract] OR "parenting-self-efficacy"[Title/Abstract] OR OR[Title/Abstract]) AND
(NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR
pubstatusaheadofprint)) AND ((booksdocs[Filter] OR casereports[Filter] OR comment[Filter] OR
editorial[Filter] OR letter[Filter]) AND (1990:3000/12/12[pdat]) AND (english[Filter])))
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