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1. Welcome and introductions

  Any new members of staff?
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CRANE

• Based in the Clinical Effectiveness Unit at the Royal College of Surgeons of 
England

• Separate organisation to NHS so when sharing pt information – use CRANE ID only 

• Set up in 2000 in response to the 1998 Clinical Standards and Advisory Group 
(CSAG) report, which exposed major issues in UK cleft care

• UK wide: Northern Ireland joined officially in 2016 and Scotland in 2023

• Registry for all children born alive with cleft lip and/or palate in the England, 
Wales & Northern Ireland

• Section 251 approval to collect registry information without parental consent

• Scotland requires consent

• Audit of clinical care and outcomes from diagnosis to age 10

• Parental consent required to collect outcomes throughout childhood (~90% of all 
registrations, 97% of those with verified consent status)

• Additional consent required to link to external datasets
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Small team

Abhishek Dixit

Data Manager/Data Scientist, 

Clinical Effectiveness Unit, RCS



2. Updates



Organisational Audit Report (July 2025)

• Published July 2025

• Teams asked to reflect on care during 2024

• 100% of services responded

• Considerable variation in commissioned services, 
staffing levels and access to facilities.

• Workforce shortages & recruitment challenges are 
widespread (psychology, orthodontics & dentistry)

• Equitability of access is challenging (SLT & dentistry)

• Services reported high levels of engaged with CRANE 
and value its role in quality improvement.



2025 Annual Report

• Published December 2025
• Key findings & recommendations
• Registry information
• Consent verification
• 5-year outcomes
• Summary of organisational audit

• Infographic

• Supplementary tables 

• Outlier responses

• Summary for cleft community



New CRANE information leaflets



New consent forms



Gestational age and birthweight

• Now open to all registrations, not just consented cases.
• CAG approval covering England and Wales. NI to follow too. 

• Submit data for all cases born in 2026 onwards
• We are requesting an amendment to apply this change retrospectively

• Added ‘+ days’ to gestational age. It was previously whole weeks.

• Moving to ‘Patient details’ tab from ‘Outcomes’ tab

• We can verify our early findings that babies with cleft                                               are more 
likely to be:
• Born premature
• Born with low birthweight



5-year-old index

• Now open to complete BCLP cases (LAHSAL)
• Data can be entered retrospectively and in bulk 

using imports
• Dr Susana Dominguez-Gonzales (Liverpool) has 

scores for cases going back to 2005.
• CRANE will support entry of retrospective cases.



Cleft Q & TIM at 10y (psychology outcome)

• CRANE working with Psychology CEN
• There will be separate Cleft Q & TIM tabs under 10-year outcomes 

section on database.
• Psychological and Social Functioning sub-scales to be submitted

• 10 questions for each subscale (each rated 1’never’ to 4 ‘always’)

• Cleft Q data fields should be open by May 2026
• Data can be entered retrospectively and in bulk (imports)



Surgical timings (under consideration)

• Lip
• Date of 1st primary lip adhesion/repair
• Date definitive lip repair

• Palate
• Date of 1st primary palate repair
• Date primary palate repair complete

• Speech surgery
• Date of 1st surgery for speech purposes
• Date of 2nd surgery for speech purposes



Data requirements



3. Data submission deadlines



Details on Milestones web page

Data Collection 
Milestones for 2026 - 

CRANE Database

https://www.crane-database.org.uk/resources/data-collection-milestones-for-2026/
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2025 data submission deadlines

Annual Report deadline:

• Sunday 28 June 2026 – Annual report extract taken on 29 June

• Registrations for 2023 to 2025 births 

• 5-year outcomes for 2017 to 2019 births

• Outlier policy letters sent to Clinical Directors: August - Response deadline end September 

Dashboard deadlines:

• Friday 13th March 2025 – Q3 2025/26 (CLP00, CLP01, CLP02:  registrations, antenatal contact, CNS visit 
within 24h of postnatal referral)

• Friday 19th June 2025 – Q4 2025/26 (CLP00, CLP01, CLP02, CLP05, CLP06, CLP09: registry + 5-year-old 
outcomes)

https://www.crane-database.org.uk/resources/specialised-services-quality-dashboard-indicators-submitted-by-crane/  
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4. Data requirements



Data Dictionary & Data Collection Forms

Docs updated to reflect database changes
- Notified by newsletter, webinars & email.

Do you create your own forms? 
- How do you keep them aligned/updated?

New updates will reflect changes: 
• Birthweight
• Gestational age
• Five year old index for BCLP
• Cleft Q
• TIM scores at 10y

https://www.crane-database.org.uk/resources/crane-data-dictionary/
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CRANE reports & supplementary tables

• Tables / Figures presented - calculated using valid data as denominators 

• Subject to the usual inclusions and exclusions 

CRANE Database 2025 Annual Report - CRANE Database

https://www.crane-database.org.uk/reports/crane-database-2025-annual-report/
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Data issues to address

• Dental data
• Missing postcode (West Midlands, Cleft Net East & Spires: Prioritise 2017-2019 births)
• Missing LAHSAL information (West Midlands)

• Speech data
• Cleft details

• Missing Submucous (No/Yes) (West Midlands)
• Simonart’s bands – sometimes this can be missing 

• VP surgery/fistula repair boxes must be ticked (No/Yes). 
• Syndrome information must be ticked (No/Yes-named/Yes, unknown name)
• Sex

• Transfers into service
• Submit data – these cases will be analysed separately.



Data requirements



5. How to check and update data



Database access

• New process introduced 
(Feb 2025)

• Cleft team member with 
existing access can 
request

• Clinical Lead will be 
notified automatically and 
they can approve request.

• Access will be granted and 
username/pw sent.

• CRANE will be notified by 
email so records can be 
updated. 



Live tables



Live tables: Consent 2023-2025



Live tables: Consent 2017-2019



Live tables: Outcomes 2017-2019



Missing identifiers: Linkage and risk adjustment

• Sex and postcode very important 
for risk adjustment

• Identifiers essential for linkage



Checking data

• Select date range
• Use advance search

• Awaiting consent
• Missing SMCP
• Missing cleft type

• Use the sort function
• Consent
• Cleft type
• NHS No.
• Postcode (consented only)
• Name (consented only)

• Export
• Perform further checks
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Adding a new patient and updating your data

• Search 

• Advanced search

• Downloading your data / Exports

• Imports

• Ideal relationship between exports and imports

• Remember ‘overwrite’ of imports



Imports

• Available for outcomes only
• The import will replace 

existing entries in the data 
fields of the import.

• Copy the number in the first 
column down for each row of 
data you’re importing. 

• 1 row=1 case
• Cleft Q import will be 

available



Issues saving a record



Timeliness of data entry and updates 

• Transfers – pushing records to another centre
• Allow plenty of time for new centre to invite for audit.
• Notify new centre of transfer

• Imports – at least 1 week before deadline to allow time to address 
issues

• Consenting children born 2017-2019 will influence outcome 
eligibility numbers and data completeness. 
• Prioritise consenting now so there is time to update outcomes later.



Data entry



7. Quality Improvement

resources / tools



Guides

12 Guides
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Video demonstrations

6 Video demonstrations
https://www.crane-database.org.uk/resources/

Best browser Microsoft Edge

• Identifying records with missing registry data

• Managing patient transfers 

• Recording syndromes / additional diagnoses 

• Identifying missing outcome data  X2

• Importing data
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Supplementary tables – provided alongside the 
Annual Report

CRANE Database 2025 Annual Report - CRANE Database 
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Local action plan

https://www.crane-
database.org.uk/resources/crane-
local-action-plan-2024/ 

To drive quality improvement

Updated to fit with local audit cycle 
that any member of staff or student 
could complete
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Webinars & CEN meetings 2026

We aim to hold three webinars per year

1. Making it better session (22/01/26)

2. Database Q&A session (23/02/26) 

3. Database Q&A session for Clinical leads (20/05/26)

Workshop and Webinar section of our website contains 
summaries/slides:

https://www.crane-database.org.uk/publications/

CFSGBI CEN day – CRANE available to join and answer 
queries or present data

https://www.crane-database.org.uk/publications/
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QI resources and tools



Important: Information Governance

Please remember when contacting CRANE about a patient

• Only use CRANE ID

• Never send Patient Identifiable Information (PID) to our contact 
us page or via email:

• Name

• DOB

• Hospital / NHS number

Consistent with standard IG training, and guidance by the ICO responsible for enforcing GDPR 
https://ico.org.uk/for-organisations/uk-gdpr-guidance-and-resources/personal-information-what-is-it/what-is-
personal-data/what-is-personal-data/ 
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Your Questions Answered
Ad-hoc questions from attendees about any 

concerns or aspects of CRANE data checking and 
entry



Recommendations to Units based on 2025 results

• Cleft Net East - discuss low CL antenatal diagnosis rates with referring hospitals and sonography 
services

• Newcastle, Spires, Trent and North Thames - discuss their relatively low rates of CPO diagnosis 
within 72hrs. Up to 30% are being missed. Is training required?

• West Midlands, South West, Newcastle and North Thames – plan to improve low rates of 24hr 
antenatal contact. 

• Newcastle - explore low positive consent rate relative to other regions

• North Thames, West Midlands, Trent & Evelina London - Action plan needed to address poor dmft 
data submission.

• West Midlands and Northern Ireland – assess and submit sufficient number of 5-year-old Index data 
to be plotted

• Northern Ireland, West Midlands, Liverpool & North Thames – secure psychology resource



Thank you for attending

The CRANE Database
Supporting high quality cleft care across the UK

crane@rcseng.ac.uk

https://www.crane-database.org.uk 
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