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Welcome and Introductions

No recordmgs please

*For reasons a iated with Information Gov and confidentiality

Any new members of staff? %



Introductions - CRANE team

CLEFT REGISTRY & AuDIT NETWORK

Craig Russell Jibby Medina Kate Fitzsimons
Clinical Project Lead Programme Manager, Senior Research Fellow,
Consultant Cleft, Plastic and Clinical Effectiveness Unit, RCS Clinical Effectiveness Unit, RCS

Reconstructive Surgeon, NHS
Greater Glasgow and Clyde

Sophie Butterworth Jan van der Meulen Ridwana Siddika
Clinical Research Fellow Methodologist. CEU Research Coordinator
Clinical Effectiveness Unit, RCS

Professor of Clinical



Session aims

CLerT ReGISTRY & AubiT NETWORK

To answer questions about _A

Data submission deadlines
Data requirements
Data entry — including how to check and update your data

Quality Improvement (Ql) resources / tools to support this

A S

Opportunities to join future sessions
In advance of 2024 Preliminary Report submission deadline

6. Time allowing: Frequent queries received by CRANE team / helpdesk



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
e 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/



https://ico.org.uk/for-organisations/uk-gdpr-guidance-and-resources/personal-information-what-is-it/what-is-personal-data/what-is-personal-data/
https://ico.org.uk/for-organisations/uk-gdpr-guidance-and-resources/personal-information-what-is-it/what-is-personal-data/what-is-personal-data/
https://ico.org.uk/for-organisations/uk-gdpr-guidance-and-resources/personal-information-what-is-it/what-is-personal-data/what-is-personal-data/

How you can help

Consider...

CLEFT ReEGISTRY & AupiT NETWORK

NHS Cleft Services L
@ rovet Hospita for Sick Children, Glosgow ’ -
- @ Foyal seifost Hospital or Sick Children o

g
e Royal Victoria Infirmary, Newcastle-upon-Tyne
@ Leeds General Infirmary
o Alder Hey Children’s Hospital, Liverpool

Where CRANE team is based Olitiie stk ‘
‘dp

e Nottingham City Hospital
e Birmingham Children's Hospital
o ‘Addenbrooke s Hospital, Cambridge

Emails from @nhs.net addresses to an organisation R ——

o University of Eristo| Dental Hospital

outside of the NHS with @rcseng.ac.uk address O e et
b ————
Adding PID to a website (WordPress) hosted outside o ———

of both the NHS and the RCSEng

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

No need to post us anything
Telephone contact

Only use CRANE ID CRANE

Clinical Effectiveness Unit
The Royal College of Surgeons of England &


https://www.crane-database.org.uk/contact/
https://www.clapa.com/treatment/nhs-cleft-teams/

1.Data submission deadlines



Timeline for 2024

Cleft Registry and Audit NEtwork (CRANE) ANALYSIS TIMELINE 2024: Including dates for outlier process

The graphic below outlines the timeline that CRANE will work to in 2024.

Key data submission deadlines are also flagged — including those for the quarterly Specialised Services Quality Dashboards. For
more information on the SSQD visit https://www.crane-database.org.uk/resources/dashboard-indicators-submitted-by-crane.
Patients recorded in CRANE up until 31 December 2023 will be included in the 2024 preliminary report —used for preliminary
identification of outliers — and included in the CRANE 2024 Annual Report.

Once the data for the CRANE 2023 Annual Report has been analysed, the reports will be written. The final draft then will be
agreed by key stakeholders, including the CDG, before publication in December 2024.

CLEFT REGISTRY & AuDIT NETWORK

Key
Updating records
Extracts

- Dashboard

Acronyms

PR: Preliminary Report
AR: Annual Report
CDG: Cleft Development Group
CEN: Clinical Excellence Network
QA: Quality Assurance

O
A
FinalupdatesforaR @
Analyses for AR ()]
CDG input ("]
Publication of Report @

Quality Extract for Analysis
A A I Data linkage is
Extract for Ssura_nce finua conducted—for
Preliminary Report ";ﬁ:fpmxm Report example to HES for
. eftieamscan Deadline: English patients—and
Eligibility for 2024 & Ogtller PIOCESS  review their outcome 30 June analyses commence
reports Deadline: 3 March 2024 data viathe PR, and 2024
pirthsuntii  Updates to CRANE reci:;::i::iﬁfate . El
31 December 2023 records - Publication
oOf all children born until 1 ; d\ Analysed data are
31 December 2023 published in
/_(?.\ Annual Report
CDG
Review and
sign off
Final updates for inclusionsin Collaboration with CENs
Preliminary Report: Only On specialty-specific
outcomes after 5yrs Chapters / Outcomes
Jan-Feb 2024
Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec 2024

2023 S'e e

X

https://www.crane-database.org.uk/resources/data-collection-milestones-for-2024/



https://www.crane-database.org.uk/resources/data-collection-milestones-for-2024/

CRANE deadlines: -A

* Sunday 3 March 2024 — Preliminary Report
* Registrations for 2021 to 2023 births
* 5-year outcomes for 2015 to 2017 births

e Sunday 30 June 2024 — Annual report

Dashboard deadlines:
* Friday 8 March 2024 - Q3 2023/24
* Friday 14 June 2024 — Q4 2023/24



2. Data requirements
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Requirements specified in Data

Dictionary & Data Collection Forms

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

? o E—
Do you create your own? S & B

Collection Forms -

How do you keep them aligned to regular
updates? T —

o s s | e

New updates have been made to reflect:

This document (above) provides infarmation on all data items collected by the CRAME Datsbasza.

Last updated July 2022

* SMCP: Full LAHSAL code can now be " . ort et s frmaton i vy 2071, Coracsons t e et o s ecson
entered after specifying this.

wenz made in July 2022,

The datz collected by the CRAME Datzbase is zlse detziled in CRANE Data Collection Forms on:

 Dental: Automatic dmft calculation.

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

Download Form 1 - Patient registration

* Psychology: TIM score scale updated &
‘reason outcome not collected’ for TIM
added.

Download Form 2 — Outcomes

https://www.crane-database.org.uk/resources/crane-data-dictionary/
11



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

Check Data Dictionary, and CRANE data collection forms, for updates

- as data collected, and how data is collected, can change

* Quarterly Newsletter — emailed to all on contact list
 CRANE website https://www.crane-database.org.uk/
* X, formerly Twitter @CRANE News

e Particularly if you do not use CRANE data collection forms, and use locally created
versions

12


https://www.crane-database.org.uk/
https://twitter.com/CRANE_News

CRANE reports

CLerT ReGISTRY & AubiT NETWORK

* Tables / Figures presented - calculated using valid data as denominators
* Subject to the usual inclusions and exclusions

Cohort summary
Data source The CRANE Database [consented cases only). Extract taken: 4 July 2023
Birth years Three years: 2014 to 2016
Countries England, Wales and Morthern Ireland
Inclusions CRAMNE-consented children, including those without a specified cleft type
Exclusions # Children who died before the age of 5 years
¢ Children with submucous cleft palate=t
Notes * Subject to outlier policy.
» Data are not risk-adjusted.
* Funnel plots are centred on the revised national rates after excluding data from services identified as
negative outliers for consent verification (West Midlands).
» Cleft Services with <10 cases are not shown on funnel plot due to insufficient data.
Raw data 'Child growth" in the supplementary tables.

https://www.crane-database.org.uk/reports/crane-database-2023-annual-report/

13


https://www.crane-database.org.uk/reports/crane-database-2023-annual-report/

etail on Milestones web page

CLEFT REGISTRY & AuDIT NETWORK
Analysis timeline 2024: Including key data submission deadlines

Data Collection
Click on the image below to download your copy of the graphic representation of the CRANE Analysis

Milestones for Timeline 2024,

2 02 ‘l Cleft Registry and Auwdit NE twork (C (515 TIMELINE 2024 In putlier progess
The graphic below outfines the trmeire that CRANE will work to o 2024 Extrascts <
Koy cata s 1 Far -, - Dashbeard 3
meee: Information o the S50 iz o P —— O L e
Patierts recerded In CRANE up anti 5 or 2023 will e icludel in the 2024 preimirary repon —sed for prebmnaey s o [

™
Updatrgreccrh @

Idntification of sutiiers - and ncludu in the CRANE 2024 Arvuasd Report. i | nmangssstoran @
D o chatn v the CRANE 2003 Annusl it L G i TR
gy ng the £D8, botars Excamber 2034, | Fustermenctrerers @
LE ity Extract for Analysis
[ Extract fiar Ahssurance Annual Seakib
- Py et Ao Sagit E—
refminaryReport T e
i - Dundios g putsants - sad
Elkgibiliy for 2024 B Outlier proCess  pemewsmesrautoome: peynss
repoats Dealing IMsch B4 data v the A, and P

T =
= R e :

o https://www.crane-
More detail about the outcomes data required can be found below. data base.org. u k/resou rces/d ata_co”ectlon_

Timeline and outcome data required for the CRANE 2024 Annual Report

¢ 30 June 2024: Data collection cut off for 2024 Annual Report. m I | e Sto n e S_fo r_ 2 O 2 4/

+ November 2024: Review of report at Cleft Development Group meeting (specific date TBC).

* December 2024: Publication of 2024 Annual Report (specific date TBC).
We will report 5-year outcomes for patients born in 2015 to 2017 in funnel plots.

For patients whose outcome datz are available and have not previously been submitted, please submit
the following information required for each birth year.

Outcome \ Birth | 2007 | 2008 | 2009 | 2010 | 2011 | 2012 2013 | 2014 2015 | 2016 | 2017
years

Child Growth: v v <
Height & Weight
at 5 years

Decayed, missing v v v

or filled teeth in

primary dentition 14
(dmft) at 5 years


https://www.crane-database.org.uk/resources/data-collection-milestones-for-2024/
https://www.crane-database.org.uk/resources/data-collection-milestones-for-2024/
https://www.crane-database.org.uk/resources/data-collection-milestones-for-2024/

3. Data entry
Including how to check and
update your data

15



Update #1. Submucous cleft palate

CLEFT ReEGISTRY & AupiT NETWORK

Homepage [# Edit Close | @ Print

Request an Account

Contact Us

Source: User feedback Patient Records

Manage patient records

Is this a submucous cleft @ Yes @ No

Yes @ No Recording of a PR sequence being present will
) automatically reduce cleft description options below. Only
Import patient records hard palate and soft palate will be available for completion.

Pierre Robin Sequence present @

Help Yes No Presence of a "Forme Fruste" or microform cleft lip,
Forme Fruste present ® 9 exhibited as a depression or indentation in the lip and

® LAHSAL COde nOW independent from Live Tables slight alteration of the nostril floor or alar shape. Users

should record a LAHSAL code indicating an incomplete cleft
of the lip on the affected side

Administration
SMCP box.

* Previously, LAHSAL code would Patient's right Patient's left
C h a nge to I itt I e IS’ if S M C P Wa S fli;;c::;t;i;:;da— Patient's right @ Ei:;c;l::ls':ij:l;da— Patient's left @
ticked.

* Allows for improved accuracy of cleft
type, e.g. CL+SMCP

L

Lip

Lip

Not present (.) Not present (.)

Alveolus Alveolus

Not present (.) Not present (.)

Hard palate

Incomplete (I)

16



Update #2. Total dmft score

Source: Dental CEN

Total dmft score is now automatically calculated based on the individual

element scores (dt+mt+ft)

1. Child Growth 2. Orthodontics 3a. Dentistry dmft 3b. Dentistry DDE 4a. Psychology SDQ 4b. Psychology TIM 5. Speech

Th iS Wi I I . Paediatric dentistry: decayed, missing or filled teeth in primary dentition (dmft)

Date record taken 2]

* Limit data inconsistencies iy

Total number of decayed teeth in primary dentition

(dt) @

* Improve the accuracy of dmft

(mt) @

d ata Total number of filled teeth in primary dentition (ft) @

Total number of decayed, missing or filled teeth in
primary dentition (dmft) @

Care Index @

Treatment Index @

17



Update #3. Psychology

CLerT ReGISTRY & AubiT NETWORK

Source: PSVChOlOgy CEN The Cleft Registry and Audit NEtwork

CONSENT PATIENT DETAILS CLEFT DETAILS SURGICAL PROCEDURES SYNDROMES OUTCOMES NOTES HISTORY
* TIM score scale updated to

Outcomes

* Scores of 1a and 1b now collapsed to 1 (seen
by psychologist but no input required)

Outcome information is collected according to age of patients and cleft type: All Outcomes

Outcome at Birth Outcome at 1 year Outcome at 5 years Outcome at 10 years

P Scores Of 2a’ 2b and 2C nOW Collapsed to 2 Outcome at 5 years (consented patients only)
( psyc h 0 I Ogi Ca | i n p ut p rovid ed i n Cl i n ic) 1. Child Growth 2. Orthodontics 3a. Dentistry dmft 3b. Dentistry DDE 4a. Psychology SDQ 4b. Psychelogy TIM

Tiers of Involvement Measure (TIM)

‘ o

* TIM score now has its own ‘reason outcome
not collected’

Date of psychosocial screen using TIM at age 5 2]
ddfmm/yyyy

Reasons OQutcomes Not Collected

0a. Psychologist with another patient

0b. Psychologist on annual leave

e Future related update: SDQ scores will no
longer be collected for children born after -

gggiclzllacontramd\cated (other than syndromic) reason - 0e. Psychologist declined by patient

2 O 1 7 1. Psychelogical input not needed
Oth.

er reason - details @ 2. Psychological input provided during clinic

18



Adding a new patient and updating
your data

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

Search

Advanced search

Downloading your data / Exports

Imports

Ideal relationship between exports and imports
 Remember ‘overwrite’ of imports

19


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

Recap—1 of 3

1. Use up to date Data Dictionary & Data Collection Forms
2. Search and advanced search features
3. Use Imports and Exports to update your data

20



4. Quality Improvement

resources / tools

21 @)



Guides

CLerT ReGISTRY & AubiT NETWORK

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

11 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.

&4 Guidance Guide: Complying with the National Data Opt-out
[ ] Guidance - Videos e
[] Quality Improvement
[ ] Templates & Proformas
[] Governance

[ ] Policies

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

Guide: Psychology outcomes data entry



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

Video demonstrations

CLerT ReGISTRY & AubiT NETWORK

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

. . Filter resources

6 Video demonstrations A P 12t 2072 s, G- Vo

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

Best browser Microsoft Edge Filter by type
[ ]Infographics
[ ]Data
[|Guidance Posted 31 March 2022 in Guidance, and Guidance - Videos.

« Managing patient transfers g_:i?;ﬁ:;ff:;em Video demonstration: Identifying cases missing

psychology data at five years of age

e Recording syndromes and additional diagnoses  [JTemplates & Proformas
. []Governance

* Importing data s

* |dentifying missing outcome data X2

* Finding patients without verified consent

Reset filter

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

Video demonstration: Managing Patient Transfers



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

Checking data completeness

a n d a CC u ra Cy CLEFT RE&AUDIT NETwoRrk

Table 3. Diagnosis time

* Dem
e O Number (%) of CRANE-registered children born between 2000-2021, and in 2022 alone, with a cleft lip and/or palate
according to the timing of diagnosis and cleft type. @

Time of diagnesis in relation to birth - n (2

https://www.crane-database.org.uk/ A T e T T

. ° M w 2000-2021 7,095 43.2 6,789 41.4 377 2.3 868 5.3 425 2.6 489 3.0 372 2.3 16,415
* Live Tables (Reports) — behind log-in N in| 5| as| ss| 25| 7| m| 1a| m| os| 7| 21| m| oo am
CP 154 2.3 4,506 66.6 322 4.3 753 11.1 369 5.5 356 5.3 307 4.5 68,767

UCLP 3,039 81.8 621 16.7 4 0.1 19 0.5 5 0.1 26 0.7 3 0.1 3,717

BCLP 1,356 §2.0 280 16.9 3 0.2 3 0.2 2 0.1 7 0.4 2 0.1 1,653

Mon Speciﬁed 108 24.5 209 47.5 22 5.0 22 5.0 26 5.9 22 5.0 31 7.0 440

w 2022 360 44.8 324 40.3 49 6.1 26 3.2 26 3.2 14 1.7 5 0.6 804

CL 143 69.8 56 27.3 4 2.0 = > = = 1 0.5 1 0.5 205

CP 3 1.0 208 68.2 38 12.5 22 7.2 23 7.5 8 2.6 3 1.0 305

UCLP 134 85.4 22 14.0 = = 1 0.6 = = = = = = 157

BCLP 63 91.3 ] 8.7 - - - - - - - - - - =]

Mon Speciﬁed 17 25.0 32 47.1 7 10.3 3 4.4 3 4.4 5 7.4 1 1.5 68

7,455 43.3 7,113 41.3 426 2.5 894 Eed 451 2.6 503 2.9 377 2.2 17,219

NOTE: Totals for timing of diagnosis by year(s) are presented along the top row for each grouping of years and overall total (gray lines).
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Supplementary tables — provided
alongside the Annual & Prelim

CLEFT REGISTRY & AUDIT NETWORK

CLAPA\"®

Cleft Lip ¢ Palgte Assoc:a‘flcf‘\ .,.ﬂ_

CRANE Audit Report 2023 - Supplementary tables and information

Table Of Contents (TOC)

pter / Sed Birth year(s)

Royal College
of Surgeons
of England

ADVANCING SURGICAL CARE

Report

CLEFT ReEGISTRY & AupiT NETWORK

Preliminary report

Raoyal College
Registration 2020-2022 CLAPA of Burgeons
Chapter 3 - Section 3.1 CRANE registrations: patient and birth characteristics of England
- . Cleft Lip ¢ late Ass,nc-t-m“' e
I Registrations B B
Patient characteristics
Gestational age CLerT ReqisTRY & AuniT NETwoRK
Birth weight
Chapter 3 - Section 3.2 Timing of diagnosis CRAME Preliminary Report 2023 — Supplementary tables
Timing of diagnosis for all cleft types m— -
Timely diagnosis of cleft palate Table OF Contents [TOC]
Chapter 3 - Section 3.3 Referral to and contact with Cleft Services
Referral and contact time Coutent Birth year[=] Inclusion/Exclusion criteria
22?3213-231252 Conzent verification For all cleft teams, Excluded submucous cleft palates and those dying befere Sy from denominators,
- a0z20-2022 PP . N
Alerts & outliers 2014-2016 Claft type: 2014-2016 Cleft type distribution For all cleft beams, Consented cages only, excluding submucous cleft palates and those dying befors Sy,
Chapters 4and 5 Cleft service alert and outlier status EEZ 2014-2016 Pierre Piobin Sequence. Conzented CF cazes only, excluding submucous cleft palates and those dying before By,
yndromes 2014-2016 Infarmation on the recording of syndromic cazes. Congented cases only, excluding submucous cleft palates and those dying before Sy,
Lhild Growth 2014-2016 Child growth data completeness at § years of age. Consented cases only, excluding submucous cleft palates and those dying before 5y,
Consent status 2020-2022 Registrations By Wees Indes (BRI 2014-2016 hc'f":tg"’c“""h .“hi uars ;‘"d‘g"' Far enly children with bath | o d zasez anly, excluding sub cleft palates and thoze dying befors Sy,
2014-2016 Outcomes D°'9 ITI" I"‘:'gs recerded. dbed Amica 4
. ental health at 5, a5 measured by decayed missing an: . . . A
Chapter 4 Consent Diznea| Healeh Surz 2014-2016 flled keoth (dmft) ccores. C d cazes only, exclud kb cleft palates and those dying Before By,
Dieneal Health {0urz 2014-2016 Dental health 2t 10, 3z meazured by DMFT - data Consented cazes only, excluding submucans cleft palates and those dying before 10y.
completeness only,
Audit Qutcomes at 5 years of age  2014-2016 Facial Growth daty 201142016 Facial grawth data compltenses of Five Yoar QldIndsc | o004 complere UGLP cases only, exeluding submucous cleft palates and thaz dying befors Su.
- f sCOrs.
Chapter 5 - Section 5.1 Child growth Facial Growkh Sur Index 2014-2016 Facial grawth, 3z meagured by Five ¥ear Old Index scores. | Congented complete WCLP cases only, excluding submucous cleft palates and those dying before Su,
Child growth - data completeness and BMI o5 - = Meas . R
. 2014-2016 EP::ChCTa::.:ngtmrc Iaft ® 5‘;;" c'v'f ai-:. h m:aduled Conzented CP, UCLP & BCLP cazes anly, excluding submucaus cleft palates, thase dying befars Sy, and
Chapter 5 - Section 5.2 Dental health Zpoech completeness y the Cleft Audit Protocel for Speecl ugmente thevse with disgnased syndromes recorded on GRAME.
Dental health - data completeness, dmft, treatment and care index [EA4FE-4]) srores.
3 TOC CRANME Project Team Cleft Services Indicators Registrations. Patient characteristics Gestation Eirth weight Diagnosis times | Diagnosis.

https://www.crane-database.org.uk/reports/crane-database-2023-annual-report/
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https://www.crane-database.org.uk/reports/crane-database-2023-annual-report/

Local action plan

CLerT ReGISTRY & AubiT NETWORK

https://www.crane-
d ata b a S e . O rg . U k/ reSO U rce S/C ra n e_ Local Action Plan for responding to CRANE 2023 Annual Report recommendations C'"'RF“““‘“”" NErworx

The Cleft Service should complete the following details to allow for ease of review:

| O Ca | _a Ct | O n - p | a n - 2 O 2 3/ The Cleft Registry and Audit NEtwork (CRANE) Database.
Audit Title & Aim: Evaluates and reports on the delivery of cleft services to children in England, Wales, Northern Ireland and Scotland with the cengenital

abnormality of cleft lip and/or palate.

To drive quality improvement S ——

Audit Lead:

Action Plan Lead:

U p d ate d to fl t W I t h I 0 C a I a u d I t When making your action plan, make sure to keep the objectives SMART — Specific, Measurable, Assignable, Realistic, Time-related.

Note: Data relating to each recommendation listed below can be found in the ‘CRANE 2023 Annual Report’ here:

Cyc I e t h at a ny m e m b e r‘ Of Staff O r https://www.crane-database.org.uk/reports/crane-database-2023-annual-report/
Stu d e nt CO u I d CO m p I ete Key 1 (for the action status)

Key 2 (for the action priority)

1: Awaiting plan of action HIGH: Requires urgent action, and local audit
2: Action in progress MEDIUM: Requires prompt action, and consider local audit
3: Action fully implemented LOW: Requires no immediate action or local audit

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

26 @)


https://www.crane-database.org.uk/resources/crane-local-action-plan-2023/
https://www.crane-database.org.uk/resources/crane-local-action-plan-2023/
https://www.crane-database.org.uk/resources/crane-local-action-plan-2023/

Data Check Workbooks — Feb 2024

CLEFT ReEGISTRY & AupiT NETWORK

On Friday 2" Feb, a CRANE extract was taken to identify cases with:

1.
2.

o kW

Missing/incomplete LAHSAL codes
LAHSAL codes considered clinically implausible (could be issue with ‘s’ & ‘S’ looking the

same when handwritten).
L LA @Ea
| a h S |

@

Unverified CRANE consent<2016 births (before we introduced health/education consent)
Unverified CRANE consent, health linkage or education linkage for births 22016

Missing NHS/CHI number

Missing postcode

27



* Each cleft service will receive one ‘DATA checks’ workbook with several tabs
* Each tab will have several columns:

e Cleft service

* Year of birth (ordered chronologically from 2000)
* CRANE ID

e Dataissue e.g. lahsal code with issue
* Recommendations for services with lots of cases to update/correct:
* Consent & LAHSAL code: prioritise 2015-2017 & then 2021-2023 births for 2024 reporting.
* NHS number & postcode: prioritise recent 10-year birth cohort to support linkage.

28 @)



Recap — 2 of 3

Please make use of
Guides and Video demonstrations

2. Live Tables (Reports) — behind log-in. E.g. Missing identifiers
3. Supplementary materials incl. Tables and Local Action Plan
4. Data checks workbooks — sent out 3 years running

29 @)



Recap — 3 of 3

Please make use of
* “Search” CRANE website — distinct from CRANE Database access
o https://www.crane-database.org.uk/

X, formerly Twitter @ CRANE News

Newsletters

Annual Reports

Helpdesk crane@rcseng.ac.uk

Please remember to only use CRANE ID when contacting us about your data

30 @)


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

5. Opportunities to join future
sessions

31



Check out the Workshop and Webinar section of our website
nttps://www.crane-database.org.uk/publications/ for summaries of all

past sessions.

We aim to hold four webinars per year

1.

2.
3.
4

Annual Report presentation and review

Database Q&A session — Winter (prior to preliminary report deadline)
Preliminary Report presentation and review

Database Q&A session — Spring (prior to annual report deadline)

32


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

6. Frequent queries received by
CRANE team / helpdesk

33



Q1. Who can update data?

* CRANE does not mandate who does this

 When data entered for a patient — option to look back at other
data fields to check completion and accuracy

 Particularly for cleft type and syndromes

34



Sections of Database
we suggest all feel responsible for

Registry
details

»

* Registration

e Sex and cleft type

* Timing of diagnosis
* Contact with team
* Robin sequence
 Syndrome

* Gestational age
* Birth weight

Consent

Verification

Blue items affect data
completion for all

Outcome
data

Age 1

 Growth

e Psychology — 15t screen
Age 5

 Growth

* Dental

* Facial growth

e Speech

* Psychology

35



Q2. Patient transfers

* 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/

e Guide https://www.crane-database.org.uk/resources/guide-quick-reference-
for-managing-patient-records/

* Please consider your colleagues at other services — last minute
‘oushes’ to be avoided. Pulls in are ok.

36
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Q4. Reason outcome not collected

CLerT ReGISTRY & AubiT NETWORK

* Patient has emigrated \A

* Patient has moved out of area and no forwarding address

1= Patient deceased or emigrated
2= Patient transferred in or out of area

3 d ic i i
outcome_notcoll_reason [_gd, _p0, = Symdmmie Diagnests

d= Clinical ntraindicated [other th d ic) - thi rd
Reason outcome not collected _gl, g5 oS _ds, _p5, s5 5 10, = Clinically co _ﬂ'” [other than syndromic) - this reco
d_10) type for this patient

5= Lack of staff f facilities / equipment
6= Patient DNA / cancelled f did not consent f cooperate
9= Other reason
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CLerT ReGISTRY & AubiT NETWORK

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

‘

E.g. Registrations: Births in UK

https://www.crane-
database.org.uk/about/fag/professionals/

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:

s Babies from parents not based in the UK, born with a cleft in a UK hospital who then
returned to their home country. This is because CRANE is a registry for babies from
families residing in England, Wales and Northern Ireland.

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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Your Questions Answered

Ad-hoc questions from attendees about
any concerns or aspects of CRANE data
checking and entry
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Thank you

Join our next webinar in May - Preliminary report review

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