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HEALTHY BABIES ARE

Born On Time
H ..

More than 1 1n 10 babies are born Preterm birth is the number one cause of
mortality for children under 5 worldwide.

Each year...

preterm (<37 weeks of pregnancy).

That's 15 million babies worldwide.' It can also lead to disability, adult heart
disease, and diabetes.?

... and yet, the causes of preterm birth are largely unknown.

www.bornontime.org



http://www.bornontime.org
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nature COD

- International COVID-19
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Researchers are concerned that high-risk pregnancies are going undetected during the pandemic. Credit

Anthony Wallace/AFP/Getty




Weekend Tweet to Global Consortium CO DA
in 5 months: June - November, 2020

Friday June 12, 2020 Saturday

Let’s do a literature review!

Or... we could do a study?
Let me email a few friends...

Sunday



Weekend Tweet to Global Consortium
in 5 months: June - November, 2020
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Leads
July 19 |
Ehe New ork Times July-Oct: 5 grants, 5 abstracts
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Project
Manager
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Questions 'CODA

ata Alliance

1. Is this (really) happening everywhere?
2. What is the reason?

3. Are all pregnant women affected in the same way?



Possible Mechanisms
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Possible Mechanisms & Modifiers ICOD

IBC

Regional < IMODIFIERS 11 Individua

OECD Index Socioeconomic Status
Lockdown Stringency Parity, Age, Race
Maternity Leave Policy Employment & Maternity Leave
Maternity Care Practices Pregnancy Complications

COVID-19 Rates COVID-19 Status, Other Comorbidities



Objective ICOD

International COVID-19
Data Alliance

To investigate the impact of the COVID-19 pandemic
lockdowns/restrictions on perinatal outcomes worldwide and
identify the underlying mechanisms

... and efficiently translate these discoveries to practitioners and
policymakers to maximize & accelerate IMPACT.

— Global collaboration to tackle meaningful questions that
cannot be answered in single-region studies.



Aims

International COVID-19
Data Alliance

Aim 1: Describe Trends & Regional Differences  (Aggregate Birth

Data)
Describe trends in preterm birth, low birth weight and stillbirth

before/during pandemic lockdown.

Aim 2: Address Context & Mechanisms (+ Public
Regional Data)

Determine if these changes during lockdown are...

Correlated with changes in air quality or maternity care?

Modified by lockdown stringency, maternity leave policy, COVID-19 rates?

Aim 3: Investigate Mechanisms (+ Individual-

Level Data)
Assess imbact of maternal comorbidities (e a preanancyv combplications:



Participating Countries as qf 11 20
Join Us!www.?l;em, HIdy.com

Data Alliance

100 collaborators

42 countries
22 LMICs

2.4M births/year

. = data contributors with nationwide data
_ B = data contributors with local or regional data only



Approaches ICOD

International COVID-19
Data Alliance

e Multidisciplinary Team
Maternal-fetal medicine, neonatology, epidemiology, statistics,
intersectoral feminism, data science, artificial intelligence

e Core Philosophies
Equity, Open Science, Collaboration — Slack, GoogleDrive, Zoom

e Strategic Partnerships
Born On Time, International COVID-19 Data Alliance

¢ Integrated Knowledge Translation
Continuous stakeholder engagement


https://www.hdruk.ac.uk/covid-19/international-covid-19-data-alliance/

Team Science

IF you want to 9o fact, 9o alone.

IF you want to go far, g0 together.
-Robin ]0/485’ Gunn




Siloed Research

Lack of effective communication
Redundancy
Reluctance to share information
Limited expertise
Tunnel vision
Impacts morale
Inability to pivot

Lower Productivity,
Problems and Failures

Team Science

Open Communication
Collaborator engagement
Unified vision & common goals
Expertise to overcome barriers
Truly Translational

Motivates

Increases capacity & productivity



Key Elements of Team Science ICODA

e Guiding Principles
e Collaborator Acknowledgement & Agreement

e Opportunity to comment on documents & provide
feedback before finalization

e Opt-in Authorship
e Regular Progress Updates
e Working Groups

e Championing Leadership Beyond the Core Team
Cloud-based Platforms



Extending Beyond the Researchers

International COVID-19
Data Alliance



Patient & Knowledge User Engagement |COD>\\

Data Alliance

Patients and knowledge users are experts, just like clinicians and researchers
Incorporating Patients and Knowledge Users into Research:

e Develops meaningful evidence and outcomes
e |ncreases uptake of evidence
e Reducesresearch waste

Success is based on meaningful, early, and collaborative engagement.

e Co-building research questions, study design and outcomes
e Avoiding tokenism
e Mutually beneficial



Leadership Core External Advisory

Azad - Strategy & Communications TBD
Brockway - Stakeholder Engagement

iPEP

Governance = i e
Structure urgner - iviec anistic Inves I€atioNs
Stock - Maternal Fetal Medicine K?Zwldelegre Ulier V\)/G
Internal Zoega - Big Data & Epidemiology 2e Ocway
. . _ . UN Population Fund, WHO,
Steering Rodriguez - Management & Operations Sienm e Time. BEAS ey
Committee Newborn Network, Parent Groups
Protocol WGs (Stock/Zoega) Mechanism WGs (Azad/Burgner)
. Air Quality (Franklin, Nyadanu)
Working Lockdown Exposure (Wood, Urquia) Maternal Stress / Leave (Brockway, ?) e
Groups (WG) Perinatal Outcomes (Miller) Health Systems (Brockway, Hui?) Members
& Sub-WGs Statistics (Mulholland, Been) Infection & Inflammation (Burgner, Nassar?) +
Biosamples (Burgner, Fraser?) Data
Contributors
LMIC (Avery/TBD) >65 Centres
Supporting Africa (Temmerman/TBD), Asia (Bhutta/TBD), Latin America (TBD) to date

Platforms
Data & Infrastructure (A. Sheikh)

HDRUK (Morris) / International COVID-19 Data Research Alliance (Sibbald, Barnes)



Communications
Rraclhaarnwvy - QEallahaldar

Current Parent Groups:
Canadian Premature Babies Foundation,
Melletted a helyem Egyesiilet (Hungarian Association for Premature Birth Care),
Healthy Newborn Network

Knowledge Users:
UN Population Fund, WHO, Born on Time, PHAC Healthy Newborn Network



L)

International COVID-19
Data Alliance

PPI Experience in iPOP (Driver Project)

Livia Nagy Bonnard, Hungarian patient representative
Right(s) Beside you Association



5 million birth in Europe
500.000 born before 37
weeks

90.000 birth in Hungary
8500 babies arrive earlier

International COVID-19
Data Alliance



Europe: 100.000 babies starts their life a;gnbg\lcu

Data Alliance

Hungary: 1500 babies are under 1 kg

Outcomes:
10% die first week of life
10% brain dammage, serious vision-hearing problems, severe

physical disabilities
40% mild problems
40% minimal, zero outcome



Participating Countries as qf 41 20
Join Us!www?lgem SkUdy.com

Data Alliance

.
-

100 collaborators

42 countries
22 LMICs

2.4M births/year

B - data contributors with nationwide data
- B -=data contributors with local or regional data only



Tools & Tips for Collaboration

a2 slack

-

Google Drive

Mentimeter

International COVID-19
Data Alliance

0

Go gleGroups
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