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Registry Science

1. Historical weakness & limit

2. Strength & future 

3. The “why?” and “how?” of 

journal selection/publication



UK Paediatric Intensive Care Society Study Group
UK Paediatric Critical Care Society Study Group

 Cambridge 2005 → 2026



CHIP
Control of Hyperglycemia In Pediatric Intensive Care

SLEEPS
Safety profiLe, Efficacy and Equivalence in Paediatric 

intensive care Sedation 

Era of Epidemiology → Clinical RCT 
→ Curated datasets



PICU admission rates

Standardized (census)
Ethnicity

Asian (census)

Deprivation

Townsend index (census)

PICU risk-adjusted mortality

• 100 / 100,000 children / yr 

• No effect of deprivation 

• Effect in south Asian children with     

OR 1.36 (95%CI 1.18 to 1.57)

Parslow et al (2009) Arch Dis Child

SDOH & PICU 
admission



2,575 TBI admissions to PICU (2004 - 2008) aged <16 years

Risk-adjusted performance (mortality) using the PIM model

Br J Neurosurg 2011;25:68-77



2005 Cambridge PICS-SG
2007 RCT approved
2008-2011 Patients 1,369
2014 Publication



PCCM 2022

2005

Using PICANet to pilot trial feasibility (recruit 
patients) and cross-link data (avoid dual collection) 



Oxy-PICU, Lancet 2024
2020-2022 

(n=2040)

2025

2024

Post hoc 
Subgroup 
Analyses

#1/4



PRESSURE protocol
2024 (n=1,900)

2021-2026

GASTRIC protocol
May 2026 (n=4,700)

2023-2025

After the 1⁰ reports:
Curated datasets → 2⁰ analyses

#2/4



PCCM 2025
2⁰ analysis of SANDWICH

Reader engagement
in 2025 = 4,400 (#1)

SANDWICH, JAMA 2021
2018-2019
(n=8,843)

#3/4



BACHb protocol, 2025
(n=1,508)

2023-2026

#4/4



Era of Epidemiology → Clinical RCT 
→ Curated datasets

RCT Timeline Sample Publication

SANDWICH 2018-2019 8,843 JAMA 2021
PCCM 2025

Oxy-PICU 2020-2022 2,040 Lancet 2024
PCCM 2024, 2025

GASTRIC 2023-2025 4,700 PCCM 2026

PRESSURE 2021-2026 1,900 PCCM 2024, 2026

BACHb 2023-2026 1,508 PCCM 2025

2018-2026 ~19,000

Where and what next?



1⁰ Data

Registry

Core Dataset2⁰ Data
Data 

protocol

Terminology
Integration

Completeness
Management

Census

Death Admin

EHR
A Medical Registry is “a data 

base of identifiable persons 
containing a defined set of 
health and demographic data 
collected for a public health 
purpose” (Solomon 1991)



Registry Science – how 

best to improve clinical care?



AIM 1: To understand the historical 
weaknesses and limit of Registry Science

Circ Cardiovasc Qual Outcome 2021; 14:e007963
URL: https://www.crd.york.ac.uk/prospero; Unique identifier: CRD42020204224

2021



National Cardiac Registries 1980 – 2020
• 155 Registries in 49 countries
• 73.1 million patients
• 21 registries related to CHD

Numbers

Quality

Specialty



Quality



MISSION STATEMENT
PC4 is a multi-institutional 
collaboration… across 
geographic, subspecialty 
boundaries:
• To integrate databases
• To harmonise efforts
• To advance PCICM 
• To evaluate data
• To identify EBM practice
• To disseminate findings

2014



PC4 Data
n=77,383
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2026

2025

2024

Diaphragm (510)

DVT (844)

CS-AKI (2,165)

CS-AKI (2,635)

PD (1,490)

Chylothorax (1,490)
JET (1,436)

CS-AKI (347)

PD (782)

Norwood (347)

Diuretic (782)

MV-VAD (247)

CA (13,862)

PCA (1,877)
ECMO (1,397)

Lead time

• Real-World data
• Large sample
• Longitudinal
• Diverse
• Descriptive
• Exploratory

Lead time:
What was vs. 
What is



19,600 admissions in 18 hospitals
2014-2018

2019



Potential Criticisms
• Limited feedback cycle 
• Limits in generalizability
• Institutional inertia
• Cost and time
• Regulatory affairs
• Consent
• The “mass” of data

2023



AIM 2: To understand the strength and 
future of Registry Science



What about reading 
and cataloguing: 
• ECHO reports?
• Operation notes?

2023



PCCM 2024



2025



Imaging systems

Clinical notes



2023

National registry of stroke patients (2016-2018) managed in 132/180 acute care hospitals
• Decision-making around the time of thrombolysis – features related to the outcome
• Dataset limited to centers that care for at least 100 patients
• 88,928 patients, of which 26,257 received thrombolysis

What about accessing 
decision-making?



Can a Registry lead & be used in a Clinical Trial? 

2023

#1/8



#2/8



High-Efficiency RCTs

AAP (Hospital Pediatrics)

2022

#3/8



JAMA 2024 #4/8



TRIAL 
QUESTION

TRIAL TYPE Patient Intervention and/or Clinician

Can it work? Explanatory Selected; 
Carefully diagnosed; 
High risk of outcome; 
Most likely to respond

Likely to follow intervention or protocol;
Comparison to placebo;
Specialist clinical care support staff

Does it work 
in practice?

Management Depends on efficacy;
Diagnostic accuracy

Provider compliance;
Real world clinical decision-making
Coverage by the health service

Is it worth it? Cost benefit

#5/8



2024

2020-2023: 
103 sites Sweden & UK 
National Registries (SGLT-2)
4,017 patients randomized

#6/8



#7/82024

27 RCTs published up to 2020

“New registries should be designed and existing registries reviewed 
to enable the conduct of Registry-based RCTs”



Quality data 
collection

Established 
QA processes

Established 
Registry 

governance

Established 
informed 
consent; 

data 
protection & 

sharing 
governance 

policy

Good 
stakeholder 
contact & 
feedback

Good 
collaboration 

between 
clinicians, 
registry, 

trialists & 
statistician

Trial 
endpoint 
validation

Key pillars when considering a Registry-based RCT

#8/8



PIVOTAL protocol
June 2026

New Era of 
PCCS-SG

When does a 
RCT become a 
Registry?



Parallel group RCT
CICU & PICU
2026-2030
12,900 patients

Le
ad

 Tim
e

Think REMAP-CAP (Randomized, Embedded. Mulifactorial, Adaptive Platform trial of Community Aquired Pneumonia) 
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SCIE
• “Critical Care” 12th/62
• “Pediatrics” 9th/191 

AIM 3: To understand the 
“why?” and “how?” of journal 
selection for Registry Science





2026



Weeks Submission → Acceptance
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Male
(275)

ACCEPTED ARTICLES
Fair with no evidence 

of unconscious bias



ELSO (ECMO)
VPS (PICUs)
PC4 (CICU)

PHIS (Hospital)

December 2024



44

In the 2021-2025 cycle: 
• Retractions 0/759 publications (UL 95%CI 0.4%)



January 2025



Robert C Tasker MD, FRCP 

Registry Science

1. Historical weakness & limit

2. Strength & future 

3. The “why?” and “how?” of 

journal selection/publication
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