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Appendices
Appendix A: Scope

NATIONAL INSTITUTE FOR HEALTH AND CARE
EXCELLENCE
Guideline scope

Developmental follow-up of preterm babies

Topic

The Department of Health in England has asked NICE to develop a clinical
guideline on the developmental follow-up of preterm babies.

For more information about why this guideline is being developed, and how

the guideline will fit into current practice, see the context section.

Who the guideline is for

Parents and carers of babies, children and young people who were horn

preterm.

Healthcare professionals in primary, secondary and tertiary care.

Commissioners and providers of services for the developmental follow-up

of preterm babies.

It may also be relevant for:

Voluntary organisations.

Educational services.

Social care services.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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NICE guidelines cover health and care in England. Decisions on how they

apply in other UK countries are made by ministers in the Welsh Government,

Scottish Government, and Northern Ireland Executive.

Equality considerations

NICE has carried out an_equality impact assessment during scoping. The

assessment:

« lists equality issues identified, and how they have been addressed

+ explains why any groups are excluded from the scope.

1 What the guideline is about

1.1 Who is the focus?

Groups that will be covered

+ Babies, children and young people under 18 years who were born preterm

(less than 37 weeks of pregnancy).
1.2 Settings

Settings that will be covered

» All settings in which NHS or local authority commissioned healthcare is

provided (including educational settings).

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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1.3 Activities, services or aspects of care

Key areas that will be covered

1 The risk of developmental problems (such as feeding difficulties) and
developmental disorders (such as cerebral palsy or autism) in relation to
gestational age at birth for babies, children and young people who were
born preterm, and other factors that might affect their risk.

2 Identifying developmental problems and disorders in babies, children
and young people who were born preterm.

3 Providing information about the development of preterm babies for
parents and carers and children and young people who were born
preterm.

4 Providing support (for example, help with feeding difficulties, including
continuing breastfeeding if appropriate, and with parent-child interaction)
for babies, children and young people who were born preterm and their
parents and carers.

5 Service delivery for developmental follow-up after preterm birth.

Areas that will not be covered

1 Diagnosing and managing developmental disorders such as autism and
cerebral palsy. These areas are covered by existing NICE guidance on

autism diagnosis in children and young people and autism: the

management and support of children and yound people on the autism

spectrum, and in guidance being developed on the diagnosis and

management of cerebral palsy in children and young people.

2 Reducing the risk of preterm birth.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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1.4 Economic aspects

We will take economic aspects into account when making recommendations.
We will develop an economic plan that states for each review question (or key
area in the scope) whether economic considerations are relevant, and if so
whether this is an area that should be prioritised for economic modelling and
analysis. We will review the economic evidence and carry out economic
analyses, using an NHS, educational and personal social services
perspective, as appropriate.

1.5 Draft review questions

While writing this scope, we have identified the following key issues, and

review guestions related to them:

1 The risk of developmental problems and disorders in relation to
gestational age at birth for babies, children and young people who were
born preterm, and other factors (for example, maternal, neonatal and
societal factors) that might affect their risk:

— What is the risk of developmental problems and disorders in babies,
children and young people born preterm at different gestational ages?

— What is the prognosis of specific developmental problems and
disorders in babies, children and young people born preterm at
different gestational ages?

— What factors other than the degree of prematurity (for example,
maternal, neonatal, socioeconomic and environmental factors)
influence the prevalence and prognosis of developmental problems

and disorders in babies, children and young people born preterm?

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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Scope

2 Identifying developmental problems and disorders in babies, children

and young people who were born preterm:

How often should babies, children and young people born preterm
with different levels of risk be monitored to identify developmental
problems and disorders?

Until what age should babies, children and young people born preterm
with different levels of risk be monitored to identify developmental
problems and disorders?

What is the diagnostic value of parents’ and teachers’ observations in
identifying developmental disorders in babies, children and young
people who were born preterm?

What is the diagnostic value of standard opportunistic assessments

(for example, the Healthy Child Programme [Department of Health

2009]) and validated developmental screening and assessment tools
(used in primary and secondary settings) in identifying developmental
disorders in babies, children and young people who were horn
preterm?

What corrections, if any, should be made for gestational age when
using developmental screening and assessment tools?

When should corrections for gestational age stop?

3 Providing information:

What information about the development of preterm babies should be
given to parents and carers and children and young people who were

born preterm?

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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— What information about follow-up arrangements of preterm babies
should be given to parents and carers and children and young
people?

— What information should be shared (with consent) between those
delivering NHS-commissioned care, and between the NHS and
schools, on the developmental follow-up of babies, children and
young people born preterm?

— How should information be shared between those delivering NHS-
commissioned care, and between the NHS and schools, on the
developmental follow-up of babies, children and young people born
preterm?

- Support:

— What support (for example, help with feeding difficulties including
continuing breastfeeding if appropriate, and with parent-child
interaction) should be provided for parents and carers of preterm
babies and for children and young people who were born preterm and
their parents or carers?

5 Service delivery for developmental follow-up programmes:

— What is the most effective model (including staff and setting) of

service delivery to identify developmental problems and disorders in

babies, children and young people born preterm?

1.6 Main outcomes

The main outcomes that will be considered when searching for and assessing

the evidence are:

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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1 Quality of life (both health- and social-related quality).

2 Social functioning.

3 Ability to carry out activities of daily living.

- Educational attainment.

2 Links with other NICE guidance, NICE quality

standards, and NICE Pathways

2.1 NICE guidance

NICE guidance in development that is closely related to this guideline

NICE is currently developing the following guidance that is closely related to

this guideline:

+ Preterm labour and birth NICE guideline. Publication expected November
2015.

+ Mental health problems in people with learning disabilities NICE guideline.

Publication expected September 2016.
» Cerebral palsy NICE guideline. Publication expected October 2016.

+ Intrapartum care for high risk women NICE guideline. Publication expected

January 2017.
» Faltering growth NICE guideline. Publication expected October 2017.

« Social and emotional wellbeing in primary and secendary education

Publication date to be confirmed.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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2.2 NICE Pathways

When this guideline is published, the recommendations will be added to NICE
Pathways. NICE Pathways bring together all related NICE guidance and

associated products on a topic in an interactive topic-based flow chart.

A draft pathway outline on developmental follow-up of preterm babies, based
on this scope, is included below. It will be adapted and more detail added as
the recommendations are written during guideline development.

Developmental follow-up of preterm babies overview

Babies, children and young
people under 18 years who
were born at less than 37
weeks

Risk of developmental Service arganisation
problems and disorders

ldentifying developmental
problems and disorders

Information and support

Links will be made from other relevant pathways, for example, preterm labour
and birth (when published) and postnatal care.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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3 Context

3.1 Key facts and figures

Development in childhood is the process whereby children progress from a
state of complete dependency to independent adult life. This encompasses a
broad range of skills and their application in daily life: motor competencies,
speech and language, communication, cognitive and learning skills, vision and
listening skills, social, emotional and behavioural development applied both in
self-regulation and interpersonal relationships, and self-help competencies

such as feeding, sleeping and excretion.

Development typically progresses in a regular manner with skills (milestones)
being attained in a predictable sequence. There is normal variation in the age
at which milestones are reached and the median age is generally used for
comparison. In addition, ages by which particular milestones would be
expected to have been reached have been defined. Developmental follow-up

is intended to monitor this progress.

Development is influenced by both genetic and environmental factors. Brain
development begins early in gestation and progresses through early childhood
and beyond. During intrauterine development and in the early years of life the
brain is susceptible to injury, potentially leading to impairments that can affect

development.

In 2012/2013 more than 7% of live babies were born preterm (less than
377 weeks of pregnancy) in England (Health and Social Care Information
Centre: NHS maternity statistic 2012/13).

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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The consequences of preterm birth can be substantial with a wide range of
possible physical, neurodevelopmental and behavioural sequelae. Compared
with those born at term, preterm babies have more health problems, including
higher rates of temperature instability, respiratory distress, apnoea, seizures,
jaundice and feeding difficulties. They are also more likely to need
re-admission to hospital. Neurodevelopmental problems, behavioural
problems, cerebral palsy, sensory impairment and complex mixed
neurodevelopmental problems affecting attention and academic progress

have been linked to preterm birth.

It has been predicted that 4.2% of all surviving preterm babies will have a
severe disability at 18 years, and that 18.5% will have a milder disability
(Mangham LJ, Petrou S, Doyle LW et al. [2009] The cost of preterm birth
throughout childhood in England Wales. Pediatrics 123: 312-27). The EPICure
1995 study of children born very prematurely (between 20°Y and 25™° weeks

of gestation) showed that at the age of 11 years more than half had no or only
minor impairments or health problems and 45% had moderate or severe
impairments.

The greater the degree of prematurity, the higher the risk of both short-term
and long-term complications. However, even babies born between 32°? and
367 weeks of pregnancy are at higher risk of short- and long-term poor health
outcomes or disability compared with babies born at full term. The NHS atlas
of variation (Annual Report of the Chief Medical Officer 2012) Map 34 shows
that impairment-free survival at 2 years for babies born at less than

30"% weeks of pregnancy in neonatal units ranges from 15.7-37.1% across the

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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country, but 2-year health status data were available for only 40% of eligible

babies. Local factors are likely to have a major influence on this.

Public sector annual cost for babies, children and young people up to

18 years of age who were born preterm is estimated to be £1.24 billion, with a
total societal cost of £2.48 billion, including parental costs and lost productivity
(Strelitz [2012] Annual Report of the chief Medical Officer). Most of the costs
(92%) are incurred during the neonatal period (the first 28 days of life) and are
largely attributable to neonatal hospitalisation. For those with severe disability,
estimated at 4.2% of preterm babies, the costs are far greater and have been

estimated as 10% of the total costs of disability in childhood.

3.2 Current practice

Screening for developmental disorders can be inaccurate, both in terms of

missing significant delays in development (false-negative results) and over-
recognition. This trade-off between sensitivity and specificity has been seen
as problematic and as a result screening is selective in some countries and

universal in others.

In the UK the Healthy Child Programme (Department of Health 2009) is used

as the basis for practice in supporting optimum development and identifying
problems and disorders. This programme includes developmental reviews to
aid early detection of developmental delay, and emphasises the importance of
a review at 2.5 years. There is a core programme that applies to all children

and additional elements for those at risk.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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In current practice, primary care practitioners (health visitors or GPs) ask
guestions about the child's development and any parental concerns at each
visit. Standardised development screening tools are not currently used, and

are not recommended by the UK National Screening Committee or the

Healthy Child Programme.

Preterm babies, especially those who are very premature (between 28" and
320 weeks of pregnancy) or extremely premature (less than 287 weeks of
pregnancy) are likely to be followed up in a secondary or tertiary care clinic,

often with outreach nurses.
3.3 Policy, legislation, regulation and commissioning

Policy

The National service framework for children, young people and maternity

services (Department of Health 2004) aims for long-term and sustained
improvement in children's health, and sets standards for health and social

services for children, young people and pregnant women.

The UK National Screening Commitiee advises on evidence-based

whole-population screening for conditions including congenital heart disease,

cystic fibrosis, congenital cataracts and sensorineural hearing impairment.

The Healthy Child Programme (Department of Health 2009) is the key

universal public health service for improving the health and well-being of

children through health and developmental reviews, screening and health

promotion, immunisation and parenting support.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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The NICE quality standard for specialist neonatal care (2010) includes the

quality statement 'Babies receiving specialist neonatal care have their health
outcomes monitored'. The associated measures include the proportion of
babies born at less than 30 weeks of gestation and at less than 32 weeks of
gestation and/or with a birth weight less than 1501 g, and receiving specialist
neonatal care, who had a 2-year outcome form completed. However, variation
in practice has been identified in the nature, frequency and duration of
developmental assessments, and less than half of very premature babies
have an assessment of their health outcomes at 2 years.

4 Further information

This is the final scope, incorporating comments from registered stakeholders

during consultation.
The guideline is expected to be published in August 2017.
You can follow progress of the guideline.

Qur website has information about how NICE guidelines are developed.

NICE guideline: Developmental follow-up of preterm babies final scope (August 2015)
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Appendix B: Stakeholders

5 Boroughs Partnership NHS Foundation Trust

Alder Hey Children's NHS Foundation Trust

Ante-natal Results and Choices

Aquatic Therapy Association of Chartered Physiotherapists
Association for Improvements in the Maternity Services
Association of Anaesthetists of Great Britain and Ireland
Association of Catholic Nurses of England and Wales
Association of Child Psychotherapists

Association of Directors of Public Health

Association of Paediatric Anaesthetists of Great Britain and Ireland
Association of Paediatric Chartered Physiotherapists
Autistica

Barefoot Birth Pools Limited

Barts Health NHS Trust

Belfast Health and Social Care Trust

Best Beginnings

Birmingham Women’s NHS Foundation Trust

Bliss

British Association of Perinatal Medicine

British Dietetic Association

British Medical Association

British. Medical Journal

British National Formulary

British Nuclear Cardiology Society

British Psychological Society

British Red Cross

British Society of Neuroradiologists

Calderdale Metropolitan Borough Council

Caplond Services

Care Quality Commission
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Careworks Limited

Central Manchester University Hospitals NHS Foundation Trust
Chiesi Ltd

Child Growth Foundation
Childpsychology.london

Chroma

CMV Action UK

Cochrane UK

College of Occupational Therapists

College of Paramedics

Cumbria Partnership NHS Foundation Trust
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Jennifer
Baulcomb

Joe Fawke

Joe Fawke

Joe Fawke

Joe Fawke

Joe Fawke
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Job title, organisation

Educational

Psychologist, Evalina
London Children's

hospital, Guy's

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University

Declarations of
Interest, date
declared

Invited to speak as a

respondent at a

dissemination seminar

at the Nuffield
Foundation on

Thursday 10 March,
chaired by Professor
Terrie Moffitt relating

to a study led by
Professor Dieter

Wolke (University of
Warwick), looking at

the impact of

premature birth on

mathematics
achievement and
schooling.

Member of the

Resuscitation Council

(UK) advanced

resuscitation of the

newborn infant
working group

Co-author, advanced
resuscitation of the
newborn infant course

manual

Working group
member, Course

Manual Editor, Course
Director and Newborn
Life Support Course

Director for

Resuscitation Council

UK advanced

resuscitation of the

newborn infant

(ARNI). Also course
co-director for the

neonatal high fidelity
simulation instructor

course.

Paediatric training
programme director
for Health Education

East Midlands.

Chaired Committee on
resuscitation of the
newborn infant (ARNI)
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Type of
interest

Non-
personal
non-
financial
specific

Personal
non-
financial
specific

Personal
non-
financial
non-specific

Non-
personal
non-
financial
specific

Personal,
non-
financial,
non-specific

Personal,
non-

Decision taken

Declared
Committee
meeting 5
(11.03.2016)
and participated

Declared
Committee
meeting 1
(15.09.2015)
and participated

Declared
Committee
meeting 1
(15.09.2015)
and participated

Declared
Committee
meeting 1
(15.09.2016)
and participated

Declared
Committee
meeting 1
(15.09.2016)
and Committee
meeting 9
(07.09.2016)
and participated

Declared
Committee
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Joe Fawke
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Job title, organisation

Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Consultant

Neonatologist, University
Hospitals Leicester NHS

Trust

Lay member

Speech and Language
Therapist, Royal Free
Hospital and Barnet
Hospital

Declarations of
Interest, date
declared
Resuscitation Council
(UK)

Presentation to the
Central Newborn
Network regional
meeting on long term
outcomes of extreme
prematurity (May
2016). No payment
received.

Helped design and
lead a Neonatal
stabilization at the
bedside training day
as part of CORD trial
group. Nottingham.
No remuneration.

Acknowledged in the
Resuscitation Council
(UK) Newborn Life
support manual 3rd
edition for facemask
ventilation work. No
payment received.

Co- authored an
addendum covering
the 2015 ILCOR
recommendations for
the Resuscitation
Council (UK)
Advanced
resuscitation of the
newborn infant (1st
edition). No payment
received.

Poster presentation
accepted by the
European
Resuscitation Council
meeting in Reykjavik,
September 2016. No
payment received.

Interview given for an
article in British
journal of school
nursing publication on
children with ADHD in
education. No
payment received.

Member of Committee
representing RCSLT
which involves
commenting on video
clips for apps
parent/baby care for
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Type of
interest
financial,
specific

Personal,
Non-
financial.

specific

Personal,
non-
financial,
non-specific

Personal,
non-
financial,
non-specific

Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Non-
personal ,
non-
financial,
specific

Non-
personal
non-
financial
specific

Decision taken

meeting 8
(12.07.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 8
(12.07.2016)
and participated

Declared
committee
meeting
28.01.2016 and
participated
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Celia Harding

Celia Harding

Sarra Hoy

Betty
Hutchon

Betty
Hutchon

Betty
Hutchon
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Job title, organisation

Speech and Language
Therapist, Royal Free
Hospital and Barnet
Hospital

Speech and Language
Therapist, Royal Free
Hospital and Barnet
Hospital

Lay member

Head Paediatric
Occupational Therapist -
Royal Free Hospital

Head Paediatric
Occupational Therapist -
Royal Free Hospital

Head Paediatric
Occupational Therapist -
Royal Free Hospital

Declarations of
Interest, date
declared

the Best
Beginnings/Baby
Buddy app project.

Published the
following brief article:
Harding C., Bowden
C., LimaL., Levin A.
(2016).How do we
determine oral
readiness in infants?
Infant ; 12(1): 10 — 12

Chaired the neo natal
SLTs study day at City
University London on
behalf of RCSLT on
29.06.2016

Wrote an article for a
personal blog which
was subsequently
used to publicize
Scottish Book Week,
received a small fee
for this which was
donated to the baby
charity Tommy’s.

Provides training and
guidance in the use of
developmental
assessments, in
particular Bayley Il
and sometimes
charges for said
training. Also worked
closely with test
publishers, Pearson.

Provides advice and
support to staff at the
Brazelton Centre UK
and the Bobath
Centre London.

Attended a meeting
with Action CP on
potentially joining their
committee regarding
identifying ways to
offer early
assessment and early
intervention to
children with cerebral
palsy. This was an
academic meeting
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Type of
interest

Non-
personal
non-
financial
specific

Personal,
Non-
specific,
non-
financial

Personal
financial
specific

Personal
financial
specific

Personal
financial
specific

Personal,
non-
financial,
specific

Decision taken

Declared
Committee
meeting 4
(28.01.2016)
and participated

Declared
Committee
meeting 8
(12.07.2016)
and participated

Declared

Committee
meeting 1
(15.09.2016)
and participated

Declared

Committee
meeting 1
(15.09.2015)

Action: Betty
sent apologies
for Committee
meeting 8 when
the Committee
discussed
Identification of
problems and
disorders

Declared
Committee
meeting 1
(15.09.2015)
and participated

Declared
Committee
meeting 6
(15.04.2016)

and participated
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Sally Jary

Sally Jary

Sally Jary

Sally Jary

Samantha
Johnson
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Clinical Specialist
Paediatric
Physiotherapist - Bristol
Royal Hospital

Clinical Specialist
Paediatric
Physiotherapist - Bristol
Royal Hospital

Clinical Specialist
Paediatric
Physiotherapist - Bristol
Royal Hospital

Clinical Specialist
Paediatric
Physiotherapist - Bristol
Royal Hospital

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

with various
professionals

Four active research
grants; all specific to
different aspects of
developmental follow-
up. One from Action
Medical Research,
two from the Medical
Research council and
one from Nuffield
Foundation. Has also
published peer
reviewed journal
papers and book
chapters relating to
pre term birth.

Part-time fixed contact
post for 24 months at
a charity for children
with cerebral palsy.

Two papers published
in relation to

developmental follow-
up of preterm babies.

Taken up a part time,
2- year, paid post at
Bobath Children’s
Therapy Centre Wales
setting up an early
intervention service
for infants at risk of
cerebral palsy called
‘Better start better
future”

Two peer reviewed
papers accepted for
publication:

Johnson S, Kochhar
P, Hennessey E,
Marlow N, Wolke D,
Hollis C. Antecedents
of Attention-
Deficit/Hyperactivity
Disorder symptoms in
children born
extremely preterm.
Journal of
Developmental and
Behavioral Pediatrics.
(In Press).

Johnson S, Matthews
R, Draper ES, Field
DJ, Manktelow B,

29

Non
personal,
financial,
specific

Personal,
financial
non-specific

Personal,
non-
financial
specific

Personal,
financial,
nonspecific.

Personal
non-
financial
specific

Declared
Committee
meeting 1
(15.09.2015)
and participated

Declared
Committee
meeting 8
(12.07.2016)
and participated

Declared
Committee
meeting 2
(22.10.2015)
and participated

Declared
Committee
meeting 8
(12.07.2016)
and participated

Declared
Committee
meeting 3
(11.12.2015)
and participated
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Marlow N, Smith LK,
Boyle EM. Eating
difficulties in children
born late and
moderately preterm at
2 years of age: a
prospective
population-based
cohort study.
American Journal of
Clinical Nutrition.

Samantha Developmental Gave a presentation Non- Declared
Johnson Psychologist and Senior  on neurodevelopment  personal Committee
Research Fellow, following late and financial meeting 3
Leicester University moderately preterm specific (11/12/2015)
birth at a study day and participated

entitled “Just a few
weeks early: the
challenge of
moderate-late
prematurity” funded by

Chiesi Ltd.
Samantha Developmental In a competition Personal, Declared
Johnson Psychologist and Senior  judged by the British financial, Committee
Research Fellow, Association of non - meeting 7
Leicester University Perinatal Medicine specific (27.05.2016)
executive committee, and participated

was awarded a travel
grant to attend the
Pediatric Academic
Societies annual
conference in
Baltimore (USA) from
Chiesi Ltd. The grant
reimbursed the return
flights to Baltimore,
taxi from hotel to
Baltimore airport,
hotel accommodation
(B&B) for 4 nights and
one evening meal.

Samantha Developmental Two papers published Personal Declared
Johnson Psychologist and Senior in relation to non- Committee
Research Fellow, developmental follow financial, meeting 2
Leicester University up of pre term babies  specific (22/10/2016)
Papers published: and participated

Field DJ, Spata E,
Davies T, Manktelow
BN, Johnson S, Boyle
EM, Draper ES.
Evaluation of the use
of a parent
questionnaire to
provide later health
status data: The
Panda Study.
Archives of Disease in
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Samantha
Johnson

Samantha
Johnson

Samantha
Johnson
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Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Childhood Fetal &
Neonatal Edition

Johnson S, Matthews
R, Draper ES, Field
DJ, Manktelow BN,
Marlow N, Smith LK,
Boyle EM. Early
emergence of delayed
social competence in
infants born late and
moderately preterm: A
prospective
population-based
cohort study. Journal
of Developmental and
Behavioral Pediatrics.

Invited to join a Topic  Personal,
Expert Group to non-
advise on financial,
developmental follow-  specific
up and continuing

care for the European

Foundation of

Newborn Infants

(EFCNI) project to

develop European

Standards of Care for

Newborn Health.

Anticipated launch of

the standards is

September 2017.

Paper accepted for Personal,
publication that relates non-

to the subject of the financial,
guideline: Parekh S, specific
Boyle EM, Guy A,

Blaggan S, Manktelow

B, Wolke D & Johnson

S. Correcting for

prematurity affects

developmental test

scores in infants born

late and moderately

preterm. Early Human
Development (In

press).

Paper published that Personal
relates to the subject non-

of the guideline: financial,
Linsell L, Malouf F, specific
Johnson S, Morris J,

Kurinczuk JJ, Marlow

N. Prognostic factors

for behavioral

problems and

psychiatric disorders

in children born very
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Declared
Committee
meeting 4
(28.01.2016)
and participated

Declared
Committee
meeting 4
(28.01.2010)
and participated

Declared
Committee
meeting 4
(28.01.2016)
and participated
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Samantha
Johnson

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson
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Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

preterm/very low birth

weight: a systematic

review. Journal of

Developmental and

Behavioral Pediatrics
2016;37(1):88-102.

Letter accepted for Personal
publication that relates non-

to the subject of the financial,
guideline: Boyle EM, specific
Matthews R, Johnson

S. Preterm and post-

term births:

Terminology and

definitions. Journal of
Developmental and

Behavioral Pediatrics,

In press.

Presentation to Personal
supporters of Action non-
Medical Research financial,
entitled “Tackling specific
premature children’s

difficulties with maths”

Presentation to Personal
academic, healthand  non-
education financial,
professionals at an specific
impact event

organized by the

Nuffield Foundation to

present the final report

from a research grant,

this was entitled “The

impact of preterm birth

on mathematics

achievement and

schooling”

Gave two Personal
presentations to non-
health professionals financial,
relating to specific
developmental follow-

up of preterm children

at the Mariani

Foundation XVIII

Update Course "The

preterm infant:

developmental

disorders and early

intervention” entitled

(1) Lifespan mental

health outcomes of

extremely preterm

children and (2)

Behavioural and

emotional outcomes
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Declared
Committee
meeting 4
(28.01.2016)
and participated

Declared
Committee
meeting 5
(11.03.2016)
and participated

Declared
Committee
meeting 5
(11.03.2016)
and participated

Declared
Committee
meeting 6
(15.04.2016)
and participated
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over the preschool

years
Samantha Developmental Co-author of areport  Personal Declared
Johnson Psychologist and Senior  entitled “The impact of non- Committee
Research Fellow, preterm birth on financial, meeting 6
Leicester University mathematics specific (15.04.2016)
achievement and and participated
schooling: briefing
notes and
recommendations”

which provides
recommendations for
the developmental
follow-up of preterm
infants. This reports
findings from the
PRIME study funded
by a research grant
from The Nuffield

Foundation.
Samantha Developmental 2 papers accepted for  Personal, Declared
Johnson Psychologist and Senior  publication. non- committee
Research Fellow, ‘Learning disabilities financial, meeting 9
Leicester University among extreme|y specific (07092016)
preterm children and participated
without neurosensory
impairment,
comorbidity,

neuropsychological
profiles and scholastic
outcomes’ Early
Human development
‘Charting the survival,
health and
development of
extremely preterm
infants: EPICure and

beyond’
Samantha Developmental Co Author of a Personal, Declared
Johnson Psychologist and Senior  manuscript accepted Non- committee
Research Fellow, for publication entitled  financial meeting 8
Leicester University ‘Bayley scales of specific (12.07.2016)
Infant and Toddler and participated

development’ to
appear in SAGE
encyclopedia of
intellectual and
developmental
disorders. In press.

Samantha Developmental Presentation given Personal, Declared
Johnson Psychologist and Senior  entitled ‘Behavioral non- Committee
Research Fellow, outcomes and financial meeting 7
Leicester University psychiatric disorders specific (12.07.2016)
following extremely and participated

pre term birth:
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Samantha
Johnson

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson
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Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Developmental
Psychologist and Senior
Research Fellow,
Leicester University

Evidence from
EPICure studies’ at
the European
congress of perinatal
medicine in Maastricht
(June 2016)
Accommodation and
Conference
registration fees
reimbursed. No
honorarium received.

Co-investigator for a
survey recently
carried out via social
media to obtain
parents opinions
about delayed school
entry for children born
preterm or in the
summer months as
part of an ongoing
feasibility study.
Twitter account used
to publish tweets
including reference to
matters relating to
research into
outcomes of preterm
birth. This account is
@SamJPsych

Platform presentation
at the Pediatric
Academic Societies in
Baltimore (USA) on
30th April- 2nd May
entitled ‘Psychiatic
outcomes in extremely
preterm young adults:
The EPICure study,
No
honorarium/payment
received.

Poster presentation
given at the Pediatric
academic society’s
annual conference in
Baltimore (USA)
entitled ‘Educational
attainment and
employment status of
young adults born
extremely preterm
birth to 19 years of
age: The EPICure
study’ No
honorarium/payment
received
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non-
financial,
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Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Declared
Committee
meeting 7
(12.07.2016)
and participated

Declared
Committee
meeting 7
(12.07.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated
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Name

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson
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Job title, organisation
Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Declarations of
Interest, date
declared

Co-author on a
conference abstract
presented by Prof Neil
Marlow at the
Pediatric Academic
society’s annual
conference in
Baltimore (USA) on
30th April- 2nd May
2016 entitled
‘Cognitive outcomes
following extremely
preterm birth to 19
years of age: The
EPICure study

Gave a Presentation
entitled ‘Tackling very
premature children’s
difficulties with Math’s:
the PRISM studies at
a fundraising event
hosted by Action
Medical research. No
Honorarium/payment
received

Co-investigator on a
project grant awarded
by SPARKs Medical
Research charity to
carry out a 13 month
study at University
College London (UCL)
entitled ‘Predicting
School readiness for
very preterm children.

Co-investigator on a
programme grant
awarded by the
Medical Research
Council to University
College London to
carry out a 3 year
study entitled
EPICure2@11 —
Outcome at 11 years
for a national cohort of
births between 22 and
26 weeks of gestation
in England in 2006
commencing in
September 2016.

Presentation given on
‘using routine data for
long term
developmental
outcome assessment’
to panel convened to
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Type of
interest

Personal,
non-
financial,
specific

Personal,
Non-
financial,

specific

Non
personal,
financial
specific

Non
Personal,
financial,
specific

Personal,
non-
financial,
specific

Decision taken

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
committee
meeting 7
(27.05.2016)
and participated

Declared
committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 7
(27.05.2016)
and participated

Declared
Committee
meeting 10
(11.10.2016)
and participated
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Samantha
Johnson

Samantha
Johnson

Samantha
Johnson

Samantha
Johnson
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Developmental

Psychologist and Senior
Research Fellow,
Leicester University

Developmental

Psychologist and Senior
Research Fellow,
Leicester University

Developmental

Psychologist and Senior
Research Fellow,
Leicester University

Developmental

Psychologist and Senior
Research Fellow,
Leicester University

discuss the
assessment of long
term outcomes at
second workshop on
Applying Regulatory
science held by the
Neonatal Consortium.
Accommodation and
travel reimbursed, no
payment received for
attending the
workshop

Two presentations
given ( September
2016) at University of
Bergen entitled
‘psychiatric outcomes
following extremely
preterm birth’ and
‘Understanding
educational outcomes
and mathematics
learning difficulties
following very pre
term birth:
Implications for
intervention’

Review paper
accepted for
publication in Archives
of Disease in
childhood entitled
‘Early and long term
Outcome of infants
born extremely
preterm’

Presentation given to
the community
Paediatrics team at
Leicester Partnership
NHS trust entitled
“Cognitive and
behavioral outcomes
following preterm
birth” November 2016.
No payment received.

Filmed by the BBC for
a documentary about

premature birth for an
“inside out”

36

Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Personal,
non-
financial,
specific

Declared
Committee
meeting 10
(11.10.2016)
and participated

Declared
Committee
meeting 8
(12.07.2016).
Action:
Samantha
withdrew from
discussions on
PARCA-R
during this
meeting due to
personal, non-
financial
interest in this
topic

Declared
Committee
meeting 11
(24.11.2016)
and participated

Declared
Committee
meeting 11
(24.11.2016)
and participated
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Name

Samantha
Johnson

Neil Marlow

Neil Marlow

Neil Marlow

Neil Marlow

Neil Marlow
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Job title, organisation

Developmental

Psychologist and Senior

Research Fellow,
Leicester University

Professor of Neonatal
Medicine, UCL EGA
Institute for Women's
Health

Professor of Neonatal
Medicine, UCL EGA
Institute for Women's
Health

Professor of Neonatal
Medicine, UCL EGA
Institute for Women's
Health

Professor of Neonatal
Medicine, UCL EGA
Institute for Women's
Health

Professor of Neonatal
Medicine, UCL EGA
Institute for Women's
Health

Declarations of
Interest, date
declared

programme. No
payment received.

Co-investigator on a
successful EU
Horizon 2020 funding
for a research
programme entitled
“Research on Children
and Adults born
Preterm (RECAP)”
that was submitted to
the call SC1-PM04-
2016: Networking and
optimizing the use of
population and patient
cohorts at EU level’.
Funding awarded to
institution. No funding
will be received
personally.

Led a working party
on the developmental
follow-up of preterm
babies

Co-author of paper
on: “Outcomes of two
trials of oxygen-
saturation targets in
preterm infants” New
Eng. J. Med. 2016

Co-author of paper
on: “Vaginal
progesterone
prophylaxis for
preterm babies (the
OPPTIMUM study): A
multicenter,
randomized, double-
blind trial” The Lancet
2016

Co-author of paper
on: “Prognostic factors
for cerebral palsy and
motor impairment in
children born very
preterm or very low
birthweight: a
systematic review”
Developmental
medicine and child
neurology 2016

Co-author of paper
on: “Prognostic factors
for behavioral
problems and
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meeting 6
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(15.04.2016)
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Declared
Committee
meeting 6
(15.04.2016)
and participated

Declared
Committee
meeting
(15.04.2016)
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psychiatric disorders
in children born very
preterm or very low
birth weight: a
systematic review” J
Developmental and
Behavioral Pediatrics
2016

Co-author of paper
on: “Eating difficulties
in children born late
and moderately
preterm at 2 years of
age: a prospective
population-based
cohort study”
American J of Clinical
Nutrition

Co-author of paper
on: “Prognostic factors
for poor cognitive
development in
children born very
preterm or with very
low birth weight: a
systematic review”
JAMA Pediatrics 2015

Co-author of paper
on: “Early emergence
of delayed social
competence in infants
born late and
moderately preterm: a
prospective
population-based
cohort study” J of
Developmental and
Behavioral Pediatrics
2015

Co-author of paper
on: “Economic costs
associated with
moderate and late
preterm birth: a
prospective
population-based
study” BJOG: An
International Journal
of Obstetrics and
Gynecology 2016

Co-author of paper
on: “2 year
neurodevelopmental
and intermediate
perinatal outcomes in
infants with very
preterm fetal growth
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restriction
(TRUFFLE): a
randomised trial”
Obstetrical and
Gynaecological
Survey 2015

Author of paper on:
“Proactive perinatal
care for extremely
premature infants
decreases morbidity
without affecting
neurodevelopmental
outcomes” J of
Pediatrics 2015

Co-author of paper
on: “Associations
between late and
moderately preterm
birth and smoking,
alcohol, drug use and
diet: a population-
based case-cohort
study” Archives of
Disease in Childhood:
Fetal and Neonatal
Edition 2015

Talk at European
Parliament MEPS
breakfast meeting

Talk at Organization
of Neonatal follow up
SEC ODN

Talk on “Long term
outcomes following
EP birth”, An der

Maas, Netherlands

Talk on ”Interpreting
neonatal data”, An der
Maas Netherlands

Talk on ”Interpreting
neonatal data”,
Scottish Neonatal
Consultants’ Group

Talk on “Outcome
following neonatal
intensive care”, St
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George’s House
Consultation

Talk on: “Assessing
infant neurology”,
Shire Inc. Webinar

Talk on: “EPICure
Studies”, Journée,
Paris, France

Talk on: “Interpreting
Neonatal Data”,
Thames Valley Study
Day

Talk on: “Determining
long term outcomes”,
FDA Washington,
USA. Sponsored by
Critical Path Institute

Talk on:
“Neurobehavioural
outcomes”, British
Academy of
Childhood Disability

Talk on: “The EPICure
studies”,
Neurobehavioural
Course, Modena,
Italy. Sponsored by
the Mariani
Foundation

Chair of Committee
Meeting, EFNCI
European Standards
project
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attending: EFCNI
Trustees Meeting,
Munich (Executive
Board Member)
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Chair of Each Baby
Counts IAG
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speaking at West
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Midlands Health
Authority review

NDA signed with UCB
for trial of new
anticonvulsant

Involvement in the
following industry led
studies:

SHIRE — consultancy
for trial design
Novartis —
consultancy for trial
design

GSK — member of
Data Monitoring
Committee

Advice given to
Novartis and Shire on
outcome measures for
trials (remunerated
through consultancy
agreement).

British association of
Perinatal medicine
founders lecture given
September 2016

16 publications most
directly related to
outcomes for preterm
babies

Presentation given to
FDA (Washington DC)
about the use of
outcome data in
regulatory trials (July
sponsored by shire)

Presentation to EMA
meeting on the role of
long term follow up in
regulatory trials
(sponsored by
Neonatal Consortium)

Lecture including long
term outcomes data
given to :

Neonatal Ethics
Conference Oxford (2
June)
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24th Annual
International Neonatal
conference (10 June)

Media BBC Radio 4
inside the ethics
committee (broadcast
11 Aug)

Lecture including
Long term outcomes
data to BAPM
founders Lecture (Sep
2016)

5 papers and one
invited talk at Pediatric
Academic Societies
Baltimore concerning
long term outcomes
and the use of follow
up data for
counselling (30 April-3
May)

One lecture and
contribution to
discussion of follow up
with Swiss Neonatal
follow up group, Bern,
Switzerland (12 May)

Co-Author:
‘investigating
increased admissions
to neonatal intensive
care in England
between 1995 and
2006: data linkage
study using Hospital
Episode statistics.
BMC Med Res
Methodol. 2016

Co-Author:
Antecedents of
attention-
deficit/hyperactivity
disorder symptoms in
children born
extremely preterm J
Dev Behav Pediatr.
2016

Attended a Meeting
with specialist children
service leads at Local
Authority
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Presentation at
Cardiology MCN
28.4.2016 on
“Developmental
outcome after bypass
surgery, compared to
developmental
outcome of children
born preterm

Teaching on neonatal
nurse course at West
of Scotland College,
“Developmental
outcome of children
born preterm”

Presentation “ From
the Neonatal Nursery
to School” to be given
on 18th April 2016 to
Renfrewshire Health &
Social Care
Partnership

Speaker for specialist
children’s services in
two local authorities
on ‘The educational
needs of children born
preterm’.

Presentation at
Cardiology MCN
entitled
‘Developmental
outcomes after
bypass surgery
compared to
developmental
outcomes of children
born preterm’.

Accepted to be a
member on European
ECMO group for
neurodevelopmental
flu for
children/neonates
received ECMO.

Accepted to be a
member on Delphi
study for flu of
children born with
congenital heart
disease.

Joined a group to
promote ‘family
centred care’.
Responsible for staff
education and giving
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parents talks about

‘competency of new
born and promoting
positive relationship’

Lecture given to a
specialist children
service for Scottish
government re-
children born preterm
August 2016

Member of a group to
promote ‘family
centred care’
responsible for staff
education and
speaking with parents
about ‘competency of
new-born and
promoting positive
relationship

Presentation on
Educational needs of
children born pre term
“from nursery to
classroom” To primary
school and nursery
head teachers

Submitted neonatal
follow up pathway for
babies born with
Trisomy 21, to the
west of Scotland
Guideline group.

Gave a series of talks
to parents in 2
neonatal units
Glasgow and PICU,
Cardiology (RHC,
Glasgow) regarding
the competency of the
new-born and how to
promote your babies
development.
Chairing a group for
staff education as part
of family integrated
care, focus over next
6 months is on “ age
appropriate handling
and Kangaroo care”

Parent speaker at the
joint annual study day
for professionals in
neo natal care-
protecting baby (Sep
29th 2016) ‘ The
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impact of prematurity
on the family and the
child as a leaner birth
to 12’

Tilly Pillay Neonatal Consultant - Director: supporting Personal, Declared:
Staffordshire, Shropshire the sick Neonate Non- Committee
and Black Country training programme: financial, meeting 7
Newborn Network Optimising care Specific (27.05.2016)
between LNU, SCBY and participated
and NICU teams in
the SWMMNN and
SSBCNMN
Tilly Pillay Neonatal Consultant - Awarded NIHR HS & Non Declared
Staffordshire, Shropshire DR grant OPTI Prem:  personal, Committee
and Black Country optimising neonatal financial, meeting 11
Newborn Network service delivery for specific. (24.11.2016)
preterm babies born and participated
between 27 and 31
weeks in England
using national data,
qualitative research
and economic
analysis. Awarded
November 2016.
Claire Rohan Consultant Paediatrician, Husband is a local GP  Personal Declared
Chase Farm & Barnet principal and Board non- Committee
NHS Trust member on clinical financial meeting 1
commissioning group  non-specific  (15.09.2015)
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Developmental follow-up of children and young people born preterm

Review protocols

Appendix D: Review protocols

Risk of developmental problems

Table 1: Protocol for risk of problems systematic review

Key area in the
scope

Review question

Objective (s)

Language
Study design

Population and
directness

Stratified,
subgroup and
adjusted
analyses

The risk of developmental problems and disorders in relation to gestational age
at birth for babies, children and young people who were born preterm, and other
factors (for example, maternal, neonatal and societal factors) that might affect
their risk

What is the risk of developmental problems in babies, children and young
people born preterm at different gestational ages?

How do the following factors influence the risk of developmental problems in
babies, children and young people born preterm:

e Biological

o Neonatal

e Socioeconomic, maternal and environmental
o Postnatal factors?

To establish the risk of developmental problems in babies, children and young
people born preterm at different gestational ages.

To assess the association between other risk factors (for example, maternal,
neonatal, socioeconomic and environmental factors) and developmental
problems in babies, children, and young people born preterm.

English

Only published full text papers:

o Systematic reviews/meta-analysis of prospective cohort studies
¢ Prospective population-based cohort studies

o Retrospective studies (only include those reported on outcomes where no
evidence from other study designs is available, such as special education
needs)

Exclude:

o Studies with a sample size < 50

o Conference abstracts (will consider only if there is no other evidence)
o Studies where all participants were born before 1990

o Studies where participants were born before and after 1990 but do not report
the distribution of population so we are unclear which account for the majority
of the population

o Retrospective studies if evidence from prospective cohort studies is available
¢ Follow-up of RCTs
e Single centre studies

o Studies where multivariate regression analysis was not conducted or
important confounders not adjusted for in the multivariate analysis

Babies, children and young people under 18 years who were born preterm (less
than 37 completed weeks of gestation)

By different gestational ages:

o < 28 completed weeks of gestation (include 27+6)
e 28-31 completed weeks of gestation (include 31+6)
e 32-36 completed weeks of gestation (include 36+6)

© NICE 2017. Subject to Notice of rights.
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Small for gestational age (birth weight less than the 10 percentile for gestational
age)

By chronological age

e < 12 months

¢ 12 to 30 months

¢ 30 months to 60 months
e 61 months to 11 years
e > 11 years

By severity of disorders (where the evidence is available)
Risk factors to Different gestational ages:
be considered « < 28 completed weeks of gestation (include 27+6)

o 28-31 completed weeks of gestation (include 31+6)

e 32-36 completed weeks of gestation (include 36+6)

Biological factors:

e Sex

o Small for gestational age (birthweight <10th or third percentile for gestational
age)

o Ethnicity

Neonatal factors:

¢ Brain abnormalities identified on scans
o Periventricular Leucomalacia (PVL)
o Intraventricular haemorrhage (IVH)
o Infarct

¢ Sepsis (including meningitis)

e ROP — retinopathy of prematurity

¢ NEC - necrotizing enterocolitis (only include studies where the higher state of
NEC requiring surgery or drainage was examined and clearly reported)

e Antenatal use of steroids
e Postnatal use of steroids

¢ BPD - broncho pulmonary dysplasia (only include BPD at 36 weeks [not 28
days])

Social/environmental/maternal factors:

e Socioeconomic status

e Substance abuse

o Alcohol misuse

¢ Multiple pregnancy

e Chorioamnionitis

¢ Neglect (as measured by documented case conference)
o Maternal age

o Maternal mental health disorder

Postnatal factors:
o Epilepsy (requiring continued treatment with AED’s)
¢ Age of establishing oral feeding
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Confounders:
o Gestational age
e Sex
Comparison Babies, children and young people born at:
Full term
Different gestational ages
Pre-terms unexposed to risk factors

Outcomes ¢ Sensory sensitivity (hyper and hypo) /sensory difficulties
e Functional problems with:
o Feeding
o Sleeping
o Toileting (failure to achieve toilet training at appropriate age)
o Faltering Growth (to be covered by FG guideline)

¢ Motor, developmental and language delay (as defined by standardised
screening tool)

o Executive function - working memory(as defined by standardised screening
tool)
¢ Problems specific to infancy:
o Excessive crying
o Irritability
o Poor self-regulation
¢ Problems specific to childhood

o Behavioural, social, emotional, attention problems (as defined by
standardised screening tool)

o Special educational needs (as defined by standardised screening tool)

Exclusions:
o Studies where no information about how outcomes were ascertained was
given
Importance of Critical outcomes:
outcomes e Motor, developmental and language delay

¢ Executive function
o Special educational needs (SEN)
Setting UK/ non UK, all settings in which healthcare is provided (including educational
settings)
Exclude studies carried out in developing countries
Search strategy  Sources to be searched:

Research that includes participants born after 1990 (coincides with the
introduction of surfactant) publication)

Supplementary search techniques: No supplementary search techniques were
used.

See appendix E for full strategies
Review strategy  Appraisal of methodological quality:

e The methodological quality of each study should be assessed and the quality
of the evidence for an outcome (i.e. across studies) will be assessed using
GRADE as set out in the Guidelines Manual 2014.

Synthesis of data:

o If comparative cohort studies are included, the minimum number of events per
covariate to be recorded to ensure accurate multivariate analysis
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Equalities Individuals from backgrounds where English is not the first language, ethnicity,
individuals with a family history of learning difficulties or developmental
problems/disorders, travellers/people living in temporary accommodation.

Risk of developmental disorders

Table 2: Protocol for risk of disorders systematic review

Review What is the risk of developmental disorders in babies, children and young people
question born preterm at different gestational ages?

How do the following factors influence the risk of developmental disorders in
babies, children and young people born preterm:

e Biological

¢ Neonatal

e Socioeconomic, maternal and environmental factors
e Postnatal?

Objective (s)  To establish the risk of developmental disorders in babies, children and young
people born preterm in relation to gestational age. and

To assess the association between other risk factors (for example, maternal,
neonatal, socioeconomic, environmental and postnatal factors) and developmental
disorders in babies, children, and young people born preterm.

Language English

Study design  Only published full text papers:
e Systematic reviews/meta-analysis of population based cohort studies
e Prospective population-based cohort studies
¢ Retrospective studies

Exclude:

e Studies with a sample size < 50

¢ Conference abstracts (will consider only if there is no other evidence)
e Studies where all participants were born before 1990

o Studies where participants were born before and after 1990 but do not report the
distribution of population so we are unclear which account for the majority of the
population

e Follow-up of RCTs
¢ Single centre studies

o Studies where multivariate regression analysis was not conducted or important
confounders not adjusted for in the multivariate analysis

Population Babies, children and young people under 18 years who were born preterm (less
and than 37 completed weeks of gestation)

directness

Stratified, By different gestational ages:

subgroup and 4 < 28 completed weeks of gestation (include 27+6)
:ggjl)s/t;i e 28-31 completed weeks of gestation (include 31+6)
e 32-36 completed weeks of gestation (include 36+6)

Small for gestational age (birth weight less than the 10 or third percentile for
gestational age)

By chronological age
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e <12 months

e 12 to 30 months

¢ 30 months to 60 months
e 61 months to 11 years
e > 11 years

By severity of disorders (where the evidence is available)
Risk factors Different gestational ages:
to be. e < 28 completed weeks of gestation (include 27+6)
Gzt e 28-31 completed weeks of gestation (include 31+6)

e 32-36 completed weeks of gestation (include 36+6)

Biological factors:

e Sex

e Small for gestational age (birthweight <10th or third percentile for gestational
age)

¢ Ethnicity

Neonatal factors:

¢ Brain abnormalities identified on scans
o Periventricular leucomalacia (PVL)
o Intraventricular haemorrhage (IVH)
o Infarct

¢ Sepsis (including meningitis)

e ROP - retinopathy of prematurity

e NEC — necrotizing enterocolitis (only include studies where the higher state of
NEC requiring surgery or drainage was examined and clearly reported)

e Antenatal