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Provide stakeholders with an opportunity to share
views / reflect on the CRANE Annual Report 2022.

Answer questions in advance of the submission
deadline for the 2023 Preliminary Report.
|dentify barriers to data submission faced by
services with negative outlier status.

Share lessons learnt from services with positive
outlier status.

Updates and key Database developments.



* Data entered by 27 June 2022 included

* Figures presented - calculated using valid data as
denominators

* Subject to the usual inclusions and exclusions

Cohort summary

Data source

The CRAMNE Database (consented cases anly)

Birth years

Three years: 2012 to 2014. Plus summary information on 2015 births

Denominator

1,285 Children with a recorded height and weight at 5 years

Numerator Number of children in each body mass index [BMI) category (underweight,
healthy weight, overweight and obese)
Exclusions Children without consent to data collection

Children who died before the age of 5 years

Children with submucous cleft palates?!

L L & &

Children without recorded height and welght at the age of 5
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CRANE is a national registry and clinical audit. It aims to evaluate and report on the delivery of cleft

services to children in England, Wales and Northern Ireland with the congenital abnormality of cleft

lip and/or palate. The registry information presented is for children born in 2018 to 2020. The audit
outcomes presented are for children born in 2012-2014.

Registry information

°
Childrenregistered in CRANE, over
22,724 thelast 22 years, since 2000.
Registrations in 2021, the second year
834 impacted by the COVID-19 pandemic.

reporting on the

86% {>37 weeks). Thiscomparesto 92% in Cy of families with verified consent status
the general populati 98 0 agreedtothe colle of outcome data.

delivery of cleft
) p EEIEEEEEES

75% of babieswith a cleft palate were
diagnosed inthe first 24 hours after birth,
despite the impact of COVID-19 on services.

84% of familieswerereferred to a cleftteam
within 24 hours of birth and 95% of families
received contactwithin 24 hours of referral.

. of children with a cleft had a healthy 5 ‘W of children with a cleft affecting the
S e rV I C e S o, BMI. Children most likely to be of normal - palate had speech within the normal
° 86 /6 weightare those with CP, UCLP or BCLP. 0 range. The proportion of children with
61/6 ‘normal’ speech varied according to cleft
DEETLEE]
~ of childrenwith a clefthad no decayed,

missing or filled teeth (dmft=0),

Re p O rti n g O n : 61.% ::r:rrfredton% of theirnon-cleft

Psychology

of children with a clefthad ‘Strengths

and Difficulties’ scores¥inthe

low/normal range, compared to 90% of

; . ; 829/ their non-cleft peers. Furthermore, 96%

of children with a complete unilateral 0 offamilieswere screened atleast once

38% C|Eﬂ|il?3“d palate (UCLP) had scores beforethetargetage of 6 years.
reflecting good dental arch relationships.

* Registry information
i
* Audit outcomes

Facial growth

We have produced 1 1 scientific research We were involvedin 9 different
articles over the pastdecade. presentations atthe International
Congress of Cleft Lip, Pzlate and Related
This work has helped improve the way CRANE Craniofacizl Conditionsin 2022.
. conducts and reports on audit, as well asthe
treatment pathways and experiences of Ourfindings were shared with health
current and future patients. professionalsand patient

representatives.

fro m re S e a rC h 5 [ For further information visit www.CRANE-Database.org.uk | , @CRANE_News }




Supplementary tables
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new layout for 2022

@ Royal College
CLAPA (" i of Surgeons

of England
Cle#t LiP ¢ Palpte Assog(;\’l".o"\ m

CLEFT REGISTRY & AubIT NETWORK

CRANE Audit Report 2022 - Supplementary tables and information

Table Of Contents (TOC)

Chapter Birth year(s) Topic
Registration 2018-20 combined and 2021
Chapter3.1 Registrations in CRANE

3.1.1. Registrations
3.1.3. Sex and Cleft type
Chapter 3.2 Timing of diagnosis

3.2.2. Timing of diagnosis for all cleft types
3.2.3. Timing of diagnosis for clefts involving the lip

Chapter 3.3 Timely diagnosis of cleft palate
3.3. Timely diagnosis of cleft palate
Chapter 3.4 Gestational age and birth weight

3.4.2. Gestational age
3.4.4. Birth weight
Chapter 3.5 Contact with cleft services
3.5.2. Referral time and contact time

Consent status 2012-14 combined and 2015
Chapter 4.1 4.1. Consent

Provided in a workbook alongside the Annual Report
®
6



CLerT ReGISTRY & AuDIT NETWORK

Positive outliers
remain the
same

Evelina London
negative outlier

% of cases with verified consent
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Child growth completeness

- 2012-2014 births
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Mote: Data from Evelina London was not used to create funnel plot dus to poor consent rate.



Healthy BMI

- 2012-2014 births

o~
. .\ -‘--‘-"-
* All remain 100+ —
" 2 e T —
within funnel o e LT T ——
T a0 T o thetrst
E * Evelina Londony. oo * Trent « Morih Thames
= 'Spﬁ?ewcasﬂe
T 30 o bmpgg e mrmimimimi
s} . Cmimim =
E -Suuﬁwwlmla:m, =T e —
:E - ' __..-u.--""rrr-_ --_.
3 ‘ ~
S a0 -
2 7 /
1 T 1 T 1 T 1 T 1 1
10 30 50 70 a0 110 130 150 170 180
Mumber of eligible cases (2012-2014 births)
. Cleft Service — — - 1199.8% — — - Uul99.8%

Mational % 2012-2014 births == === 195% T ul95%

Mote 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Mote 2: Data from Liverpool, West Mids, 5 West, Evelina & M.1. not used to creafe funnel plot due to poor data completion rates.
Mote 3: West Midlands had one recorded patient with Height & Weight (BEMI) data.
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Dental health completeness —
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Note: Data from Evelina London was not used to create funnel plot due to poor consent rate.
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dmft >0 —

2012-2014 births
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Note 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Note 2: Data from N Thames, S West & Evelina were not used to create funnel plot due to poor data completion rates.
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dmft >5 -

2012-2014 births
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Note 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Note 2: Data from N Thames, S West & Evelina were not used to create funnel plot due to poor data completion rates.
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5YI data completeness
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Mote: Data from Evelina Londen was not used to create funnel plot due to poor consent rate.
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Good facial growth
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Mote: Data from Evelina London and South West was not used to create funnel plot due to poor consent/data completion rate.
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Speech data completeness

- 2012-2014 births
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Mote: Data from Evelina Londen Cleft Service were not used to create funnel plot due to poor consent verification rate
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Speech data standard 1

- 2012-2014 births
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Mote 1: Data from Evelina London Cleft Service were not used to create funnel plot due to poor consent verification rate.
Mote 2. Data from Morth Thames Cleft Service and Cleft Met East were not used to create funnel plot due to poor data completion r
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Speech data standard 2a

- 2012-2014 births
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Mote 1: Data from Evelina Londen Cleft Service were not used to create funnel plot due to poor consent verification rate.
MNote 2. Data from Morth Thames Cleft Service and Cleft Met East were not used to create funnel plot due to poor data completion r
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Speech data standard 3

- 2012-2014 births
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Mote 1: Data from Evelina London Cleft Service were not used to create funnel plof due to poor consent verification rate.
Mote 2. Data from Morth Thames Cleft Service and Cleft Met East were not used to create funnel plot due to poor data completion r
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Psychology completeness

- 2012-2014 births
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Note: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
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Screen by 6y 2022
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Note 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Note 2: Data from Trent, W Mids & N.I. were not used to create funnel plot due to poor data completion rates.
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TIM la+

- 2012-2014 births
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* National average
up 2%

* Leedsis no
longer +ve
outlier but still
+ve alert
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Thames —ve
outliers

* Liverpool —ve
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* Trent n=1 not
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Note 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Note 2: Data from Trent, W Mids & N.I. were not used to create funnel plot due to poor data completion rates.
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SDQ High/VHigh
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Note 1: Data from Evelina London was not used to create funnel plot due to poor consent verification rate.
Note 2: Data from Trent, W Mids & N.I. were not used to create funnel plot due to poor data completion rates.
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Learning from good practice
and challenges



Sharing learning and good

practice

Speakers

1. Diane Phare - consent verification data completeness (Manchester)

2. Pamela Larmour - dental outcome data completeness (Belfast)

3. Melanie Stern - facial growth outcome data completeness (Trent)

4. Michaela Rowe - child growth and speech outcome data
completeness (South Wales)

5. Fiona McKendrick — psychology outcome data completeness
(Newcastle)

6. Priya Haria —response to the CRANE outlier process (North Thames)
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Question and Answer session
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Database Developments
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Recent CRANE developments

CLEFT ReEGISTRY & AuDIT NETWORK

The capture of .A

* Syndromes and additional diagnoses — January
2021

* Ethnicity — March 2021

* Developmental Defects of Enamel (DDE) — May
2022

27



Syndromes

CLerT ReGISTRY & AuDIT NETWORK

 ——

Changed to capture via
* 10 Categories
* Including ‘other’ and clarification by free text

If syndrome/additional diagnosis is 'Yes, unknown name' please specify affected system(s):

Circulatory/cardiovascular system
Digestive/excretory system
Endocrine system

Nervous system

Renal system

Respiratory system

Skeletal system

Other (please specify below)

2 @

Description of affected systems



Syndromes - completeness

CLerT ReGISTRY & AuDIT NETWORK

* Total cases with data n=5,171/ 23,566 ——

* 22% completeness for 1 Jan 2000 — 24 Jan 23 births*

* Data completeness, of the 5,171
* 77% no reported syndromes
* 23% syndromes (22% named, 1% unknown name)

* Therefore 5% of CRANE cohort is reported to have a syndrome
* Mindful there can be a lag in formal diagnoses

* Where nothing entered, child assumed non-syndromic for
analyses

* Thanks to Newcastle for 66% completeness for 2000-23*
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Syndromes — for 2014-16

CLerT ReGISTRY & AuDIT NETWORK

Total cases with data n=749 / 3,301 A

* 23% completeness for 1 Jan 2014 — 31 Dec 2016

Data completeness, of the 749

* 65% no reported syndromes

* 35% syndromes (31% named, 4% unknown name)
Therefore 8% of 2014-16 births are reported to have a
syndrome

Thanks to Liverpool for 81% completeness for 2014-16
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Ethnicity

* Total cases with data n=1,269 A

* Data completeness

* 5% completeness for 1 Jan 2000 — 24 Jan 23 births*
* 56% for 2022 births (48%, 2021)

* Thanks to Trent (93%) and Leeds (100%) for 2022
records

* What this tells us so far
* 83% white and 17% non-white ethnic background

31 ()



Developmental Defects of
Enamel (DDE) CLerT ReGISTRY & AupiT NETWORK

* Guides, data collection forms and data dictionary
* Preliminary information in completeness — April 2023
e Soon to be updated — normal SN = score of 1

Paediatric dentistry: Developmental Defects of Enamel (DDE)

Please select one of the options below for each dental region: @

URB URA ULA ULB

DDE Score subtaotals

Total 5 year DDE score

32 o

Date record taken



Database development:
Next steps

* Psychology at 10 and 15 years
* LAHSAL and LAHSHAL work
 Surgical procedures via HES

* New orthodontic outcomes

* New audiology outcomes

* Linkage - Newborn Hearing
Screening Programme (NHSP)

33
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Resources



Improving your data
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CRANE Data Click on the image below to download your copy of the CRANE Data Dictionary

https://www.crane-  pictjonary & Data

database.org.uk/res ~ Collection Forms = ——
ources/crane-data-

dictionary/ S ——

Data Dictionary

This document [above) provides infarmation on all data items collected by the CRAME Datsbasze.
Last updated Juty 2022:

* The Datzbase started collecting datz on Developmental Defects of Enamel (DDE) 2t & and 10 years of

Data COI Iect I O n age, dental health outcome infermation, in May 20232 Corrections to the information for this section
wenz made in July 2022,
Forms

Previgus key updates — 2021:

= Collection of *Syndromes’ viz drop down menus, to allow the recording of 3 syndrome or congenitzl
abnormality for consentad cases. .

= Collection of information on ethinic group from the 1 April 2021. In ling with the mandatory recording
of ethnicity within National Qlinical Databases. In response to one of the sight key actions s2tout in
July 2020 a5 part of the MHS response to COVID-15.To help clinicians, provider organisations and
commissioners understand and sddress health inequality

The datz collected by the CRANE Datsbase is zlse detziled in (RANE Data Collection Forms on:

= Patient registration (Form 1), and outcomes (Form 2). These are aveilable to download below:

Download Form 1 - Patient registration

35 Download Form 2 - Outcomes



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

Improving your data

CLerT ReGISTRY & AuDIT NETWORK

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

11 x Guides  Resources

Filter resources

[] Professional
[ Public Guide: Registering for an account

Posted 23 September 2022 in Guidance.

Filter by type
[ ] Infographics
[]Data Posted 23 September 2022 in Guidance.

[ Guidance Guide: Complying with the National Data Opt-out
[] Guidance - Videos D

[] Quality Improvement

[ ] Templates & Proformas
[] Governance
[ ] Policies

Posted 30 August 2022 in Data, Guidance, and Templates & Proformas.

Guide: Psychology outcomes data entry
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https://www.crane-

database.org.uk Resources
/resources/
6 x Video Filter resources

[ ]Professional

demonstrations ] Public

Filter by type
[]Infographics

[]Data

[]Guidance

I Guidance - Videos

[ ]Quality Improvement

[ ] Templates & Proformas
[] Governance
[]Policies

Reset filter

Posted 12 August 2022 in Guidance, and Guidance - Videos.

Video demonstration: Identifying cases missing
speech data at five years of age

Posted 31 March 2022 in Guidance, and Guidance - Videos.

Video demonstration: Identifying cases missing
psychology data at five years of age

Posted 31 March 2022 in Data, Guidance, and Guidance - Videos.

Video demonstration: Managing Patient Transfers
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* Try to complete workbooks shared with services
March 2022

* These contained missing or potentially incorrect
data flagged within our system

* Correcting these errors will improve the accuracy
of the data used for future research
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Local action plan

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

CLEFT ReEGISTRY & AuDIT NETWORK

local-action-plan-2022/

To drive quality
improvement

39

Cleft Team Local Action Plan for responding to CRANE 202

The cleft team should complete the following details to allow for ease of review:

2 Annual Report Recommendations IS TSI

Audit title & aim: The Cleft Registry and Audit NEtwork (CRANE) Database.
Evaluates and reports on the delivery of cleft services to children in England, Wales and Northern Ireland with the congenital abnormality of cleft
lip andfor palate.

Cleft care team:

Audit lead:

Action plan lead:

When making your action plan, make sure to keep the objectives SMART - Specific, Measurable, Assignable, Realistic, Time-related.

Mote: Data relating to each recommendation listed below can be found in the ‘CRANE 2022
https://www.crane-database.org.uk/reports/crane-database-2022-annual-repor

Key 1 (for the action status)

1: Awaiting plan of action
2: Action in progress
3: Action fully implemented

Annual Report’ here:

Key 2 (for the action priority)

HIGH: requires urgent action, and local audit
MEDIUM: requires prompt action, and consider local audit
LOW: requires no immediate action or local audit

4: No plan to action recommendations (state reasons)
5: Other (provide information)

Please note: The recommendations listed below are those for action by cleft services.



https://www.crane-database.org.uk/resources/crane-local-action-plan-2022/

* Some concerns from CEN groups about patients from
other services being included in outcome reporting

* For managing transfers use the relevant guides and video
demonstrations

* Video https://www.crane-database.org.uk/resources/video-
demonstration-managing-patient-transfers/

* Guide https://www.crane-database.org.uk/resources/guide-
qguick-reference-for-managing-patient-records/
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Transfers

CLerT ReGISTRY & AuDIT NETWORK

CRANE Transfers To Recipient Centre by Year of Birth
As at4th Oct 2022

Transferred to | 2000 | 2001 | 2002 | 2003 | 2004 | 2005 | 2006 | 2007 | 2008 | 2009 | 2010 | 2011 | 2012 | 2013 | 2014 | 2015 | 2016 | 2017 | 2018 | 2019 | 2020 | 2021 [ 2022 | Total |
Belfast 0 0 0 0 0 0 0 1 0 0 1 0 0 0 1 0 0 0 0 0 0 1 0 a
Birmingham 0 0 0 0 1 0 1 0 3 1 2 0 0 3 3 1 4 3 1 0 0 0 0 2
Bristol 2 2 3 2 0 2 1 1 2 a 2 5 8 a a 4 2 2 1 1 2 1 0 55
Cambridge 0 0 1 0 0 3 0 0 5 1 1 3 1 5 5 2 3 1 1 5 1 1 1 40
Chelmsford 0 0 0 0 0 0 0 0 0 0 0 0 1 0 0 1 1 1 1 1 0 0 1 7
Great Ormond St 0 0 0 0 1 0 0 0 1 2 3 0 0 2 2 6 0 2 3 0 1 7 2 32
Guy's and St. Thomas' Trust 0 0 0 0 0 0 1 0 2 0 2 1 1 2 3 1 3 1 2 3 0 0 0 2
Leeds 0 0 0 0 0 0 0 2 1 2 3 2 1 a 2 a 5 1 0 3 1 1 0 32
Liverpool 0 0 0 1 0 1 0 0 1 1 0 2 7 5 1 3 6 5 2 1 0 3 0o 39
Manchester 0 0 0 0 0 0 0 1 0 0 0 3 3 3 2 2 7 3 2 2 1 1 1 31
Newcastle 0 2 0 0 1 2 0 2 a 2 1 a 1 5 1 3 3 3 2 2 3 1 0 a2
Nottingham 0 1 0 2 1 1 2 5 3 1 2 5 1 2 1 5 5 5 6 6 1 0 0 55
Oxford 0 0 0 0 0 0 0 0 1 0 0 2 0 1 a 7 1 2 0 0 1 2 a4 25
salisbury 0 2 0 0 0 0 1 0 0 0 1 3 1 3 3 0 a 3 1 0 0 0 0 2
scotland 0 0 0 0 0 0 0 0 0 0 0 0 0 0 2 0 1 0 1 0 0 0 0 a
Swansea 0 0 0 0 0 0 0 0 0 2 3 1 2 2 2 1 1 0 1 1 0 1 0 20

2 7 a 5 a 9 6 12 23 16 21 31 27 41 3 40 4 32 24 28 11 19 9 453

* N =55 is the largest number of transfers over 23 year period by service
* Averageis 1-2 per service per year
* No significant impact on outcome reporting found
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Births in UK

CLEFT ReEGISTRY & AuDIT NETWORK

15. Should families not based in England, Wales and Northern Ireland be
included/excluded from being registered on the CRANE Database?

Patients who are not resident in England, Wales and Morthern Ireland, should not be
registered in the CRANE Database.

Specifically, the following children should not be registered in the CRANE Database, nor
have outcome data collected in CRANE:

https://www.crane-

data base.org. u k/a bOUt returned to their home country. This is because CRANE is a registry for babies from
/fa Q/p rofessiona |S/ families residing in England, Wales and Northern Ireland.

s Babies from parents not based in the UK, born with a cleft in a UK hospital who then

s Babies born outside of the UK with a cleft and who travel to the UK to receive cleft
care services, from either the NHS or private cleft care providers, then return to their
home country after their cleft care. Recording of this information would distort the
estimation of incidence of cleft and evaluation of cleft care services in England,
Wales and Northern Ireland.

Mote: Where we have made reference to the United Kingdom (UK}, in the text above for
simplicity, we are referring to England, Wales and Northern Ireland. As these are the
countries currently submitting data to the CRANE Database.

The current guidance by the Cleft Development Group is that patients from abroad are
not registered in CRANE. Their treatment pathway started elsewhere and have not been
accessing our health care system from birth. This is particularly important in the context
of evaluating the burden on cleft team services.
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CLEFT ReEGISTRY & AuDIT NETWORK

Important Dates
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Timeline for 2023

Cleft Registry and Audit NEtwork (CRANE) ANALYSIS TIMELINE 2023: Including dates for outlier process

CLerT ReGISTRY & AuDIT NETWORK

The graphic below outlines the timeline that CRANE will work to in 2023.

identification of outliers — and included in the CRANE 2023 Annual Report.

agreed by key stakeholders, including the CDG, before publication in December 2023,

Key data submission deadlines are also flagged - including those for the quarterly Specialised Services Quality Dashboards. For
more information on the S5Q0D visit https://www.crane-database.org.uk/resources/dashboard-indicators-submitted-by-crane.
Patients recorded in CRANE up until 31 December 2022 will be included in the 2023 preliminary report — used for preliminary

Once the data for the CRANE 2023 Annual Report has been analysed, the reports will be written. The final draft then will be

Acronyms

PR: Preliminary Report

AR: Annuol Repaort

COGE: Cleft Development Group
CEN: Clinical Excellence Network
QA: Quality Assurance

Key

Updating records @)
Extracts

- Dashboard

Final updates for AR~ @
Analyses for AR ']
CDG input @

Publication of Report )

Quality Extract for Analysis
Assurance Data linkage is
Extract for 2 May 2023 Annual conducted - for
/ 4 Preliminary Report et teame can R:ﬁ::t EE:?HI‘:F'IE;G HE fcwd
& Outlier process review their outcome 5" St b L L
data via the PR, and analyses commence
S Taken 3 April 2023 J 023
Eligibility for 2023 Updates to CRANE . ensure CRANE m
reports records records are accurate L ] - o
Births until Of all children born wntil |' i ]'\ Publication
31 December 2022 31 Decemnber 2022 j{,\ Analysed data are
published in
Annual Report
Cha
Review and
sign off
Final updates for inclusions in Collaboration with CENs
Preliminary Report: Only On specialty-specific
outcomes after Syrs Chapters / Dutcomes
Throughout March
Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec
2022 ¥ ¥ Yo a3

https://www.crane-database.org.uk/resources/data-collection-milestones-for-2023/ PY



https://www.crane-database.org.uk/resources/data-collection-milestones-for-2023/

Friday 24 February 2023 - Q3 2022/23 Dashboard

Monday 3 April 2023 — Extract for Preliminary
report

e 5-year outcomes for 2014 to 2016 births

* Registrations for 2020 to 2022 births

Use our resources to check your data
Contact crane@rcseng.ac.uk with queries
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CFSGBI April 2023

* See you at CFSGBI in Cardiff in April 2023
e Several abstracts submitted - CRANE data

THE CRANIOFACIAL SOCIETY
OF GREAT BRITAIN AND IRELAND

46

The Craniofacial Society of Great
Britain & Ireland Annual Conference

2023

Cardiff 2023 April 19th-21st

Hilton Cardiff



Next meeting

28 February 2023 from 10:30
‘CRANE data Q & A’
For anyone who submits data



Thank you

crane@rcseng.ac.uk
3 @CRANE News
@ https://www.crane-database.org.uk/

48


mailto:crane@rcseng.ac.uk
https://twitter.com/CRANE_News
https://www.crane-database.org.uk/

